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ABSTRACT v ' 

This report presents^ the results ,of one of 'the studies carried out by menbers 
of Project PATH, a research project that was established at the University of 
Walkato in 19 78. The present study wfes Carried out in fulfillment of a 
contract with the Department of Education and with some additional funding 
provided by the IYC Telethon Trust. ' 

The study examine^ the perceptions of 152 .sets of parents of young children 
with special needs drawn' from urban Auckland (60), urban Hamilton (40) and the 

smallpr towfts arid country areas of the Wailcato region (52) . Data were * ^ ^ 

obtained t by means of structured interviews carried out Vith one or both parents 
in tjieir own homes during the period 1978-80. 

The independent variables employed^ in the stuc^y comprised place of residence 
(Auckland, Hamilton* Waikato)', child's handicap (intellectual, physical,, 
multi- and 'other'F, child's age (under and over 48 months), socioeconomic 
status' (high* low), child's age (under and over 48^ months), and family size 
(1 or 2 children vs 3 or more) . " 

Dataware reported for the following iv^riables : (a) telling parents they have 
a handicapped child (when they were first toifl, who told them, and which 
patent was first told); (b) parents 1 r\eeds for support (needs for guidance 
and counselllngi extent ^pf supports and 'perceived value of meeting other 
parents); (c) parents 1 views on their guidance' needs ^n helping their children 
in areas such as self care, language, behaviour management, and play activities 
and their reactions to . attending parent training courses; (d) parents' 
familiarity and satisfaction with various professional groups and their 
awarehess and tfse of various benefits and services; (e) parents 1 preferences 
for schobi- settings for their children. 



The results of the study are analysed and recommendations are presented in 
the context of relevant overseas arid New Zealand studfes of the families of 
handicapped children. 
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/ ' CHAPTER ONE 

INTRODUCTION 

I don't share details of my problems 'with peoplg. You 'must not 

lean on people or expect help. Jdu have a long-term problem that * 

other people don't really understand. * * - 

* • * * 

\ \ 

1 . 1 Background to the srtudy ' • i . v 

' ' ' . - • . • ' • ' \ 

( In recent years, there^has been a distinct trend in wester^ societies for 
the handicapped tobe maintained ,in their families and in the community, rather 
than being institutionalised (Annison and Young, 1980; Bayley, 1973; Bruininks 
e£ al, 1980; National Development Group for the Mentally Handicapped, 1977; 
New Zealand Society for the Intellectually Handicapped, - 1979 ; Sax, 1980; ' 
Wilkin, 1978) and for t^he parents to accept considerable fesponsibility for 

, actively undertaking training programmes with' their handicapped children >t 
(Court, 1976? Parker and Mitchell/ 1980). In tracing the history of this t^and 
in New Zealand, Smith (1979) 'points out that although the full complexity of 
the^ problems of community care of the disabled have only presented themselves 
since the second world war, this philosophy had its origins in the nineteenth 
century. She attributed the recent enphasis on community care to such* factors 
as the recpgnition that since more c disabled persons are surviving and living 
longer they would place intolerable burdens on public hospitals, the enphasis 
from the behavioural sciences on maintaining disabled persons in their own 

, homes, and the developments in medicine and^ technology which contoine to provide 
thfe means to. keep them in their homes. / 



In attempting to design appropriate models of HBervice^deliyery to respond to ' 
these trends, researchers are increasingly studying what' parents of handicapped 
children consider to be their needs and resources, as well as the ways in 
which they perceive their children and tfre quality of the services they have 
received from the various professions or agencies^ Recent studies, fd^ . 
example, have focused on^uch issues as the way in which parents are told 'of ' 
their -handicapped child's condition (e.g. Berg, Gilderdale an^j£y~ 1969; Carr, 
19-?0; Cunningham and Sloper> 1977; Gayton and Walker, 19-74; Gilmore and Oates, 
1972; Hallinan, 1978; Pueschel and Murphy, 1976; Pulman, 1979; Svarstad and 
Lipton, 1977), .the effects of^a hahdicapped child on family functioning (e.g. 
Birenbaum, 1971; Carr, 1975;' Frees ton] 1971; Gath, 1978; Hewett Newson and * < 
Newson, 1970; Lonsdale , s 1978; Morrison, Beasley and Williamson, 1976; 
Reynolds, 1979; 'Salk, Hilgartner 'and Granich, 1972; Sommerville, Barnett and 
Malcolm, 1,976), and parents* evaluations of Services (e.g. Abramson et al, 



.1977, Bayley,. 1973,. Gath, 1978, Hallinan, 1978, Pulman, *979, Walker, 
Thomas and'Russell, 1971, Wilkin, 1979). W . . 

In the tfourse of this report^ a group of studies will" be referred to on. 
several "occasions. 'It might be helpful, thereforl, if these studies were' 
described in broad outline at this juncture, with the detail 'of their findings 
being left to the appropriate sections of the report.' • 

• « 

• The study that most closely resembles the present one was cairried'out by 

* Hallinan (19.78). He surveyed a total of 94, families of young handicapped 
children in the Oiristchurch area. The children were mostly under the a^ge of 
eight years and ranged across the spectrum of handicaps. Most of the parents 
were*interviewed in their own homes ,ffeithough ■ a few completed postal 
questionnaires. Hallinan investigated a range df issues that included- events ' 

# surrounding parents being told they had a handicapped child, the nature of the 
support they received and their perceptions of various services. 

V 

A second New Zealand researcher to whose work frequent reference will be made 
is Pulman (19 79(a), 1979(b)). m 'the firs* of hi^studies", Pulman carried 
out, a mailed* survey of the parents of 24 intellectually handicapped children 
who were "enrolled in an early intervention project at Mangere Hospital and 
Training School. The questionnaire focused on the extent and quality of the 
medical services the families had received after the birth of the handicapped 
child. Pulman's second study interviewed the parents of ,25 Down ' s- Syndrome 
•infants who had had' .some association with Mangere. Parents were interviewed 
mainly in areas to do with being told about their baby's condition and with 
the level and quality of t .the professional assistance they received. 

* -* * ' ' . 

Occasional reference will also be made to two other New Zealand studies - , 

Morrison, Beasley and' Williamson 't'\ 19 76) nationally representative survey .of 
the families of 2,245 intellectually handicapped persons under the age of 65, 
and Kuek and Lauge son's. (1979) study, of 53 cerebral palsied children in the - 
Wellington ctrea. 

. * * - 

Gilmore and Oates (1977) 'interviewed the. parents of 50 children with Down's 
Syndrone in New south Wal^s. A .standard questionnaire used in the interviews 
sought information on.sucS-«reas as the way in which parents were given the 
diajgnosis, their utilisation of community resources, and the parents' 
attitudes to the information they were^given. 



TKe parents of 86 spina bifida ehildrea under the age of seven years, comprised 

the subjects of study carried out in Glasgow by Richards and Mcintosh- (1973) 

Interviews weire conducted in the homes and covered topics such as sources of - 
. ' x v * • * ' • . 

information and advice, attitudes to the child, the effect, on the family and; 

common problems. ' V \^ j 

Lonsdale (1978) has reported on the .results of interviews of 60 families of 
handicapped children % twel,ve years and younger. The main themes of the 
questionnaire were to do with how parents .were told, thei ^reactions , faigij-y 
stress; and the parents' opinions of support groups and counselling.- 



A large-scale study of the families of 180 cerebral palsied chiMferT^under 

* / * 

the age of nine was carried out by Hewett, Newson and Newson (1970)^ in ^the 

East-Midlands region. The top4cs particuJar relevance to the foresent ^study 

included events surrounding being informed o£ the child's handicaps problems 

in behaviour management, and the parents * dealings with various staku£ory and 

voluntary agencies. ' " * 

An even larger-scale survey was carried put by Bayley c (197?* who iflvestightcki- 
issues relating to 1,763 mildly and severely subnormal individuals ifi the 
Sheffield area. Within this study," he carried out an intensive investigation 
of a Thaller sample . of ^families. AlthougH Bayley was- con cerrjeci' with the whole 
age range, % there are sufficient data concerned with .yoiing^ children to warrant 
comparisons\with~the present study. ' \ if * '\ - 

\ ' . " ' 5pj> / • * " * 

Carr (1975) interviewed the mothers af 54 Down's Synd^frmT infants bo*n in the * 

Surrey - London region, once when the children were fifteen months old. and- ■ 

? * ' V * * • ' 

again when they were four years old. She was concerned at exploriito problems 

encountered in such families and her results in such dj:eap as behavrour ' 
management, being informed about handicap, self 'care, /; 'socjial support systems 
and the value of meeting other parents are particularly relevant to < the present 
study. ~ 4 

The mothers of 126 severely mentally hahdicapped children' in the Greater 
Manchester-Salford area were studied by Wilkin (1978J . Themes 'covered in the 
home-administered^ questionnaire included the mothers 1 views on the help they 
received from other members of their family, from their social networks anS^ 
from the various services, as well as their felt needs in helping their 
children. * . 



In "a second study carried out in the Greater Manchester area, Cunningham and 
Sloper (1977, 1979) interviewed '.the parents of 30 Down's Syndrome infants. The 
interviews were conducted in the homes and took place shortly after the parents 
had been informed of the diagnosis.^ The questions. focused on such topics as when, 
and hoy the parents were, told, .'their reactions to the- diagnosis and the extent 
to which they were helped to obtain access ^to further information. . 

.1 .2 Aims of the Study 

' . {r* 

The original contract with the .Department of Education was "to survey and 
report on the perceptions of a group of parents of handicapped children of their 
own needs for guidance in teaching these, children." After reviewing the 
literature and consulting with Project PATH'S* Advisory Committee and others, ' 
the following themes we're selected for detailed study: « 

(a) ' when and how parents were first told of their child's condition; 

(b) parents' needs for support, including their perceptions of the value 
of meeting other parents; 

(c) * parents' views of their guidance needs in aiding their child's 

development in stich areas as self care, language and behaviour 
managenient; 

(d) parents' familiarity anti satisfaction with. various professional 
groups and with the services and benefits to which th&y were entitled; 

' * (e) parents' preferences for the sphool settings for their children. 
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„ CHAPTER TttO' 



RESEARCH METHODS 

\ * 
2:1 Subjects, 

• > 

The subjects for this stucjy comprig^ 152 parents of children under the«age of 
seven years and who had special needs 1 . In the first instance, voluhtary 
organisations such as the Society for the Intellectually Handicapped and" the * 
Crippled Children Society and guidance services such as the Psychological 
Service of the Education Department were asked to nominate families in which , 
there were children who fell into the age group and who had relatively "clear 
t cut ,f handicaps such as Down's Syndrome, spina bifid^, cerebral palsy, deafness 
or who were judged by professionals to have significant developmental delays. 
The parents, of these children were then written to, explaining the survey's 
aims' and seeking* their participation in the study. 

The survey proper was undertaken in two stages, the first in 1978 when 67 
families in Hamilton and the smaller tails' ari§* rural areas of. Wikato were 
interviewed and the second dn 1979-80 when a further 25 families in those two 
areas .and 60 families in urba- Auckland were interviewed. The final sample 
comprised 40 families in urban Hamilton, 52 in Waikato and 60 in Auckland 
(Table 1) . 

. \ P 

TABLE 1 : FAMILIES' PLACES OF RESIDENCE 



Residence 






N 


% 


Hamilton 






40 


2B. 3 


Waikato" 






52 


34.2 x 


Auckland 






60 


39.5 


Total 






152 


100.0 



As can be seen in Table 2, parents of intellectually handicapped children made 

up the largest tjroup (38.8 per cent), with 34.2 per cent being parents of 
• * *■ • 

physically handicapped children, 9.9 per cent parents of multi-handicapped 
^children and 17.1 per cent parents of children with other handicaps such as 
deafness and non-specific developmental delay. Approximately 60 per cent of 
the children were 48-84. months of age, the other 40 per cent being under 

^or ease of reference, the term "handicapped" will generally be employed in 



this report to refer to this group. 



4 V months of age (Table 3) 



TABLE 2, : *€HILD REN'S HANDICAPS 



Handicap* , 



Sub categories 
^ % 



Total, 1 
\ N % 



Intellectual 
Down's Syndrome 
* Other 

Physical * . 
eerebra^ Palsy 
Other 
Multi- 
Other 1 



25 
34 



16.4 
22.4 



28 18.4 
24 ISi 8 w 



59 38.8 



59 >34.'2 



.15 9.9 
26 J7.J 



V 



Total 








. — 

152 100.0 


^Norwspecif ic 


developmental 'delay 


sensory handicap, uncategorised. ^_ 


TABLE 3 : CHILDREN 1 S ' AGES , 






+ 


Age group 




Sub categories 


Total 






N 


% 


N % 

* 


<48 months 








$p\ 39 ' : 5 


>12 months 




.* -5, 


3.3 




1 v 12-23 months 




20 


13.2 




24-35 months 




18 


11.8 




36-47 months, 




17 


11.2 




" >48 months 








92 60. 5 


'48-59 months 




31 


20.4 * 




60-72 months 




27 


17.8 




- >72 months 




^34 


22.4 





Tot^l 



152 J 00.0 




The socioeconomic status of the families was ^ judged by the application o 

anctf Trying 1 s (1976) revised socioeconomic index for New Zealand a sca^6 

whiirh .tends to be loaded more on the general dimension of vocational 

tion^fl # achievements^ than on material circumstances (Fergusson and Flo 

1979 1 ) tn-terms of the 1971 census data for New Zealand as a whole, 'on which 

.this index is based, the present sample has a pronounced skew towards the 

higher socioeconomic levels (see Table 4). Whereas 55.3 per cent of the 

subjects were in,t,he top three* levels, Elley and Irving's corresponding figure 

for New Zealand was 40.3 per cent. This imbalance is almost identical to 

Hallinah's (1976) study, in which 54.3 per cent of the families were in the 

* s 
top three ievels.. ' e 
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TABLE 4 : FAMILIES 1 SOCIOECONOMIC STATUS 1 



* 



ERIC 



Socioeconomic - Sub categories 1 Total 

group N % n % 

High » 4 84 55.3 

level i 12 7. 9 • 

level 2 ' • 20 

level 3 * 52 34.2 

• Low 68 44.7 

level 4 42 28 x 3 



level 5 % 22 14.5 

level 6 3 2. 0 



Total 152 200.0 

*Based'on the application o% El ley and Irving 1 s scale to fathers 1 occupa- 
s t £ions, or to mothers 1 occupation in father-absent homes. ' * ' * 

Just ov^r half of the children were boys (53.3 per cent) - a proportion which 

tends to somewhat underestimate the preponderance of boys in -the incidence of 

handicap (Braine et al, 1969;.Mussen Conger and Kagari, 1979; Singer, Westphal 

and Niswander, 1968). As can be seen in Table 6, in, approximately 60 per cent 

of ^:he families the handicapped c^ild was an only child or had one other sibling, 
to . « 



TABLE 5 


CHILDREN'S SEXES 


* 






» .Sex 




l N 


«; -* 

% * 




Male 
.Female 


• 


81 
71 


53.3 
46.7 1 




Total 




* 1S2 
* 


200.0 




TABLE 6 1 


: NUMBER OF CHILDREN 


IN FAMILIES 


I 




Number of 
children 


Sub categories S 

N % 
t 


Total 
N " % 


One* or 

One 

Two 


two * 

" i 


25 
66 


16.4 % 
' 43.4 


91 M.9 



Three or more « §\ 4Q t j 

Three . 33 22. 7 

' ■ 16 10.5 . 

Five or more , * 12 7.9 • 



Tota l . 151 200.0 

With the exception cf child's sex, all of these variables - place of residence, 
child's handicap, child's age, socioeconomic status/ and the number of children 
in the family - were considered to be the independent variables of the study 
v and were applied where appropriate. In order to establish that these variables 



i 



wer§ not contaminated by each other , chi-square analyses of each' in relation^ to 
the otiier were carried out. From Table 7 it can be seen that none of these 



comparisons achieved statistical significance and it can therefore be argued 

V 

that each of th£ independent variables -employed in the study are, in' fact, 
relatively independent of each other. 



^TABLE 7 



CROSS-TABULATIONS OF INDEPENDENT VARIABLES 



0 



I n4e pendent 

vaiiaJJico ^ 


Number of 


: x 2 


N 

Ujl 


sig . 


Residence 


3 








X Socioeconomic status 


2 


3.32 


2 


. NS 


X Children's ages 


2 


2.B4 


*2 


NS 


Handicaps 


4 


,2.06 


6 


NS 


\ X No. of children in family 


2 ' 


2.55 


2 


NS 


Soc ioeco nomic s ta tu s 


2 , . 








* X Children's age's 


2 


0~15 


1 


NS ' 


X Handicaps 


4 


3.72 


3 


NS 


X No. of children in family 


2 


, 0.32 


1 


NS 


■\ 

Children's ages 


2 








X Handicaps 


4 


2.B6 


3 


NS 


X No. -of children in family ■ 


2 


0.50 


1 


NS 


Handicaps 




2.00 






X No. of children in family 


2 


3 


. NS 



Table 8 summarises the data on the parents who were present at* the interviews. 
In the case of the 137 two-parent families, both parents were present in 
9Q of the interviews and one parent (usually the mother) was present on 
47 occasions. The remaining 15 families - 9.9 per cent of tfie sample - were 
represented by solo parents (again, usually mothers) . For some of the 
questions , separate data were recorded forefathers or mothers; in those^cases, 
independence of judgement was ensured by the use of sets of cards which, each * 
parent placed in the order they saw fit. For those questions where no such 
comparisons were irtade and on the rare occasions when mothers and father's 
differed in their opinions, only the mothers' responses were coded. 



^"This procedure of interviewing one or both parents in two-parent families has 
i been'used by other researchers (e.g. Cunninghan^and Sloper', 1977; Gilmore and 
Oates, 1977? Lonsdale, 1978, Pulman, 1979,(b)).. 
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TABLE d . : PARENT (S) PRESENT AT INTERVIEWS * ^) 



Parent 


N 


% 








tfoth parents -* 
1 parent in 2 parent family 
* Solo parent ( 


47 
15 


59.2 
30.9 
9.9 




* ' s 




'Total , ' 
V 


152 


100.0 









2.2 Procedures 



The data for- this study were obtained by means of a two^hour structured inter- 
view carried out with one or both parents in their own homes. The interviews 
were focused on a 90-item questionnaire designed to elicit data on parents'- 
perceptions of 'their guidance needs, the questions for which evolved from a 
review of the literature noted in the introduction and from consultations 
with arrange of professionals associated with Project PATH. Parent's of handi- 
capped-children who were not included in the final sample b{7o assisted in 
the development of the questionnaire by evaluating its content and format, as 
well ^ providing useful suggestions for conducting the interviews. One 
couple consented to a videotaped interview which, together with a specially^" ' 
prepared instruction manual, role plays and feedback opportunities',, were used 
15, training the interviewers. For the Hamilton and Waikato section of the 
study two. two-hour training sessions were held for the interviewers who, in 
the main, .comprised project members or senior students.. In the case of the 
Auckland sample, the interviews were all ^rrded out by a senior student who 
was herself the parent of a handicapped chi^. With the exception of the 
videotaped interview, the above procedures were\ followed in 'training this 



interviewer. 



2.3 Statistical Analyses 



Since the majority of the data obtained in the study are nominal or 
classificatory in character, the statistical' significance of variations in 
the distribution of cases among categories is assessed by means of the non- 
parametric statistical test, chi-square (X 2 ) (Siegel,' 1956). Qualitative 
data arising from comments made by parents in the course of the interviews 
will also be employed to illustrate trends in the data. - 

- 
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CHAPTER TH 



TELLING PARENTS THEY HAVE A HANDICAPPED CHILD 



3.1 



Re* did not really explain it properly. He Went round the. point but 
never really explained it.' L 

When Parents were First Told ofjjjeljr Chil d's Condition 



From Table 9 it can be seen that one-fifth of the parents learned of their 

child's handicap at birth and a further one-fifth during the first tfK^ntJ^ By 

the time the child was 6 months of age one-half of the parents had become aware 

of the presence of a handicapping condition. Only 15 per cent of the sample 

were first tQld after the child turned two and none of tl^jparents in the 

sample had been informed before birth of the possibility of a handicap. The 

present sample of families were first told of their child's condition slightly 

% * 

earlier than those in Hallinan's (1978) study. Examples of the differences 
include the following, Hallinan's data being noted in brackets: at birth : 
20.4 per cent (11.6 per cent); by the end'of the first month : 40.8 per cent 
(29.5 pe* cent) ; by the age of Six months : 49.6 per cent (39.0 per cent} f . 
Aqcording to Laing and Jones (-1979) 41 per cent of their sample of "mixed" 
handicaps (N = 145) under the age of five had Conditions which were apparent 
at birth. It is'not clear from their data, however-/ whether the diagnosis 
had been conveyed to the parents at birth. 



f 



tabu: 9 



WHEN PARENTS WERE FIRST TOLD OK CHILD'S CONDITION 



Before birth" 






Cumulative 






% 


% 


Before birth 


0 


0.0 ' 


-4 : 

o.o 


At birth 


30 


20.4 


20.4 


In- first week 


24 - 


16.3 s 


36.7 


In first month 


* 6 


4.1 


* 40. & 


In first six* months 


13 


8.8 


49.6 


In fi'rst year , 


28 


,19.1 


68.7 • . 


In first 2 years 


^. *— 24 


16.3 


85.0 


In 2-5 years * 


19 


12.9 S 


97,9 


In 5-7 years s 


. 3 


f 


99.9, 

i 


Total ^ . 


/ 

147 ' 


100. ,0 










*Five parents indicatea 


f 

that they were not 


sure, never told, 


or that it was 



a process of gradual awareness 



V 



^Parts of this chapter were published in the following article: Mitchell, D.R. 

O & survey of parents' "experiences and views on being 'told they have a handicapped 
iRLC iilcL ' New Zealand Medical Journal , in press, in' 
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The point at ~wfiich parents were first tq^iof thetr child's condition differed 
according to, the nature s ,of the child's handicap (Table 10). Just over half of 
those with an intellectual handicap were detected in the first month, compared 
with around one-third of the physically multi-handicapped and only one- 
fifth of the 'other 1 categories (i.e., non-specific developmental delay, ■ 

x & 
sensory handicap and uncateaorised) . The differences in the distribution in 

\ * . * \ 2 * ~ « * 

this table were statistically significant (X = 13.59, 6 df, p<.05). 

TABLE }0 : WHEN PARENTS WERE EIRST TOLD OF CHILD'S CONDITION, ^ 
BY HANDICAP " V * 



Handicap * 


Within first 


Within * first 


Within 


first 




rotal. 






' month 




year 


7 years 








N 


%* 


N 


% 


N 


% , 


N 


% 


Intellectual 


31 


53,5 


14 


24.1 


13 


22 A 


58 


100.0 , 


Physical 




37.3 


17 


33.3 


15 


29,4 


51 


100.0 • 


Multi- 




35.7 


5 


35.7 




28.6 


14 


100.0 


Other 


5 


20.8 


5 


20,8 


14 


5*5.3 


24 


100.0 


All 




60 


40.8 


41 


, 27,9 


46 


31.3 




+4 100.0 ' 


X 2 «13.59, 


6 df, p 


<.05 ' 


0 




<• * 









When separate analyses, are carried out for the 25 families with Down f s Syndrome 
children, 84.0 per cent of £he parents were first told of , the condition in the 
first week. This figure is comparable to Pulman 's * (197^(b) ) 88.0 per cent, % 
Gilmore and Oates's (1977), 72.0 per cent and Cunningham ar^d SlQper's (1977) 
66.7 per cent, and is considerably in excess of Gay ton and Walker" 1 s (1974) 
59.0 per cent, Berg, Gilderdale and Way's (1969) 56.9 per cent, Pueschel and. 
Murphy's (1976) 56.3 per cent^Gath's (1978) figure of 46.7 per cent, Carr's 
(1970, 1975) 41.3 percent and Drillieri and Wilkinson's (1964) 21.5 per cent. 
These data indicate an increasing tren'd for parents to be informed earlier of 
their child's Down's Syndrome, a tendency that probably reflects the technical 
advances in being able to make quick, firm diagnoses. It ma^ also "indicate a 
preparednesd-^n. the part of the medical profession to convey this information 
to parents as soon as possible - tyhich is in line with parents' own preferences 
tBerg, Gilderdale and Way,. 1969 Carr, 1970; Cunningham, 1979; Cunningham and 
sioper, 1977; Gilmore ahd Oates, 1977; Wilson, 1975). 
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. * + 

jl.2 Who Told Parents rff their Child's Condition / 

\ ■ * '> 

From Table 11 it- is i clear that the medical profession and allied health services 

t ear the brunt of informing parents ,6f the presfen^e of a handicapping condition 

.in their child*-' Medical specialists^ such as ohstet'ricians and paediatricians ' ^ 

Jiave the main responsibility inVthis respect, with 69.0^jer «cent of parents 

reporting that they were first told by sudh a person, the next largest group 

bfeing family doctors with 16,6 per c£nt, followed by nursing and other hospital 

. staff (9,7 per cent). V' 

• ; • ... ✓ . 

This pattern is very similar to that 'reported by Hallinan (1978) in his 
Christchurch survay, the comparable percentages for the above categories toeing 
62.9, 19,1 and 3.4, respectively. .It ^similar* too, to American 'data in 
which 66;7 per cent of mothers , of Down *s Syndrome -ch'ildren had been informed 
by a paediatrician or obstetrician^ and 22<8 per cent by the family doctor^ 
(Pueschel and Murphy, 1976), and to' Richards, and Mclntpsh's (1973) finding that 
in 71 per ^erit of the cases <*f spina bifida a midwife- or hospital doctor *^d 
conveyed the first information to the mother, ^compared with 13\per cent for 
general practitioners. . * * 



tfABLE 11 



PERSON WHO .FIRST TOLD PARENTS OF CHILD'S CONDITION 



: * — 


— 4 






Total 


Medical 


General 


' Nurse/other 


Plunket/ Other 


specialist 


practitioner 


hosp, staf f - 


phn' 




N \ 


N % 


N % 


N \ % r N ' % 


N % 


100 - 69.0 


24 16. 6 


14 9.7 
* 


3 2.1 4 2.8 


145 100.0 * 



' Six parents had never been clearly told by any one person. 




3 . 3 Which.Parent was First Told* . . \ ,< 

Table 12 summarises t|ie data from two-parent families relating to which parent 
was first told of their child's condition. In 45.7 per cent o"f the cases, + 

. both parents were told together. Of the remaining 54.3 per cent, the mothers, 
had been told alone in 44.2. per cent of the cases and the <fa'ther on 10.1 per 
cent. This pattern was consistent across the various sub-groups that were 
yielded^by the five independent variables. The proportion of families in* which 
both parents were told together is almost identical to that reported hy Haliinan 

•(1978) but ftigher than 'in Lonsdale's (1978) v survey in* which only 28.1 per cent 
of the^ mothers and 32 ."B per cent of the fathers were told with their spousfe.' 
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> TABLE 12 ' : 
% • ^ 


PARENT 


WHO WAS FIRST TOLD OP CHIUtf SL CONDITION 1 

* 










Independent 




Both parents 
together 




One parent 
alone 2 


* Total 


• 




• 


* * 'y •■■ 1 




N X 




N X 

* 


> 






• 


All families 




- 59 45. f 




7<F 54.3 

— a 


'129 200,0 

r 







X/ Handicap 

4 ' Intellectual 

Physical 

Multi- 
• Other 

..2 



2i 



40.4 



W 43.2 < 
9 £0.0 
10 ' 55^5 



31 

2 \ 56*8* 

6 40.0 

8 A A A 



2.65; 3 df, NS 



*" ft J00*0 

44 J00.0 

15 J00.0 

18 * £00.0 













4 „ 


* * 




•» Residence 
Haaul ton fc 
Waikato . 
Auckland 


10 
24 
25 


34.5 ' 

54.6 

4^6 


•> 

• ^ '19 

'20 
« 31 


* ' J 

65.5 
45.4 
55.4 


29 ' J00.0 
44 100.0 
56 100.0 




2 

X n 2.88, 


2 df, NS 




1 » 







Age 

,<48 months 
>48 months 
2 



' 24 
35 



43.6 
47.3 



31 

39 



X « 0,17, 1 df, NS 



56,4 



55' 1Q0.P 
74 J 00.0 



Socioeconomic 
status 
High 
Low 



37 48. 7 
22 41.5 

X 2 - 0 65, 1 df, NS 



51.3 
5&5 



76 
53 



100.0 
100.0 



Family size 

1 or 2 chn. . • 35 
3 or* more chn. * 24 
2 

X ct 0.17, 1 df, NS 



47.3 
43.6^ 



39 
31 



43. 2 J . 
*45.»5 



74 
55 



100.0 
100.0 



f 
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For 21 families, this question was not applicable either because it was a solo * 
^parent family or' the parents were never told 6r there was a "process of gradual 
awareness. /- <■ 

2 ° 
Mother alone (57) father alone* (13) 

When the data on this* variable, are analysed with respect to the families of 

Down's Syndrome, however, in only 32.0 per cent a£ the cases had parents 'been 

» * ^ 

told together,, while mpthers had been told alonfe^in 4*8.0 per cent of the cases 

and fathers in 12.0 per cent. This-pattern is very similar tb«other studies* 

of families of Down's Syndrome children. Taking the proportion of families 

where both parents fcad been %61d together, the range was from 20 per cent 

(Gilmore and Oates, 1977)* to 40 percent (Pulmati, 1979(b)), with* several 

studies. reporting figures of around 25-30 per cetot (Carr, 1970,^1975? - 

Cunningham and Sloper, 1977; Gayton and Walker, 1974). * - 



X 



As summarised in Table H, of t$e 70 families where one of the parents had been 
first told alone of their child's condit'ipn, 44 (62.9 per had a distinct 

preference in retrospect for being told together.' Of the remaining 36 f5fnilies, 

continued to prefer riot being toid together and 7 were unsure. There were 
no significant variations, in this pattern of preferences when the five inde- 
pendent variables, of chil^'^handica'k, residence, child f s # -age, socioeconimic 
status, and family, size werte taken into account. ') 



TABLE 13 



ARENTS* KHEFERKNCES FOR BEING TOLD TOGETHER OR ALONE 



Independent 
variable 



V 

Prefer to be 
told together 



Prefer not yo be. 
told together/ 
unsure* * , 

N % 



Age 

<48 months 
>48 months 




? 

° 191 



X - 2.70, 1 df , NS ' 



24.1 
46.3 



Total 




















All famines • 




44 


1$2.9 


26 


37.2 


70 


100.0 


/ 
















Handicap ' 
















Intellectual 




21 


70.0 


9 


.30.0 


30 


100.0 


Physical 




15 


62.6 


9 > 


37. S 


24 


100.0 


° Other 2 




8 


60.6 


# 


60.0 


16 


100.0 


V. X 2 - 1.79, 


2 df 


NS 












Residence 
















• f Hamilton % 




9 


47.4 


10 


62.7 


19 


100.0 


Waikato 




15 


68.2 


7 


"31.9 


22 


100.0 


Auckland 




20 


69. 0 


9 * 


31.0 


29 


100.0 


X 2 m' 2.68, 


2 df 


NS 













29 100.0 
41 100.0 



Sociooconoadc 
status 

High 21 
Low * 23 

X 2 - 1,40, 1 df, NS 



66.3 
^2.9 



17 
9 



44.7 * 
28.2 



38 100.0 
33 100.0 



Family size 
1 or 2 chn. 
3 or core chn. 



27 
17 



X m 1.53, 1 df/ NS 



69.2 

64.8 



12 
14* 



30.8 
46.2 



39/ 100.0 

31/ 100.0 



Question asked only of respondents where one of parents hadoeen told alone 
dee Table 3.4). 

2 

Includes 6 aulti- handicapped. 



Prefer not to bo told together (19), unsure .(7). > 

The .general preference tor being told together is in accord with the findings of 
other studies (Cunningham and Sloper, 1977; Gay ton and Walker , 1974; Hallinan, 
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1978; Lonsdale, 1978; Pulman, 1979(b); Wilson, 1975). The presence of a sig- 
nificant minority who prefer one parent to be told first, however, should not 
\>e overlooked - a factor which along with a variety of others (Webb-Hendy and 
Mitchell, 1981); should be taken into account when decisions' are made as to the 
way in which parent? should be informed. ? ^ 

3.** « Hov^Pa rents were Informed , 

Although no systematic attempt was made to evaluate ^ther more qualitative 
aspects of how parents h3E been informed that' their child was handicapped, many 
parents- ^ised important issues -wh en. they were asked, 'At the time you were 
first told, was anything done or said wliich was really not helpful for you?" 
Since obstetricians, paediatricians and general practitioners beat the main 
responsibility for informing parents, most of the comments elicited by this 
question refer to the medical professioh. It must be noted, too, that although 
iS}e bulk of the comments selected for inclusion are negative in tone, many 
patents had very positive -feelings towards the professions with whom t)^y had 
contact '(see Chapter Six). 

In the mairi,, the comments focus'ed on ±hree themes - information about the ' 
child's ..condition, information about how-to help thS cfcild and the quality of 
the parent-professional relationship. 

3.*r:l Information about the'child's condition . Parents complained about 
several features to do with the quality of the information conveyed to 'them by 
the professionals with whom they came' into contact during. or after i&ing 
informed of their child's condition. - 

Some felt that the professionals simply did not < know enough about thei-r child's 
handicap: * V ' l 

The doctor was ignorant. He said i^was here&tory , but it was trisomy 
21. (136)1 t . „ ^ 

The medical social worker was dumb - ignorant of Dam's Syndrome - and 
gave us unhelpful and misleading, advice. (108) 

A sister in the hospital gave~me misleading information on heredity. 
(Q15) . 

Others pei-n^a out the problem^ they experienced in understanding professionals: 

He did not* really explain it properly. He went round the point but never 
really explained it. (092) ^ 



Numbers refer to individual families. 
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« 

The paediatrician ie a hard man to understand. . He explains it in big 
medical words. (049) * 'V 

'There was terrible initial waffling. - f would have preferred specific 
information*- especially specific diagnosis and progress. I was in a * 
limbo of disbelief. This 'wait and see' attitude by professionals is . 
,very difficult' to endure, (103) • 

The lack of coordination among specialists camfc in for criticism by some of the 
parents: / 

We were given conflicting information by different people. (115) ' 

Eventually* at 3 months* I was told has suffered d cerebral haemorrhage 
• at bvrth. My doctor thought the pael&atrician ha& told me this when they 
had found out, and the paediatrician thought the doctor had tbldme. % 
ISevther of them checked* so it was assumed we knew. (097) 

v Professional brusqueness annoyed some parehts : * 

% The doctor would not seem to -bry and understand how normal l_ had been 

before the virus. He implied that i would have been born like this - 

even though it did not show until she wae three. (038) 

The psychologist spent half an hour and made brash statements. He 
assessed her without looking at her. (002)* 

^ Doctors don't take enough time to assess her. (001) 

At 2\ years I saw a psychologist and he said straight out she was IE and 
< wouldn't develop over 12 months ever. I never went-back to him.. (024) ' 

3 - i4 - 2 Information. about how to help the child . Some parents felt that they 
had been given insufficient or inadequate advice on how they might best help -* 
their child's development: , 

We saw the doctor at Hospital fo%r days later. She painted* a very * 

gloomy and pessimistic picture. She didn't know what was available. We 
had to^Q all the finding out ourselves. (149) , % 

/T I would have liked to have been told the alternatives* but the paediatrician 
wasn't conversant with what was available. (109) 

The only book they could produce from the Hospital Library on Down's 
Syndrome was published in 1957. (054> 
* " 
^ The paediatrician said don't rush to Mangere or join IHC. This delayed 
help for until, she was a year old! I wasted a year. (129) 

The psychologist gave no adviqe at all. He said he would get back to me, 
^but he didn't give me any information. (094) 9 

V 

The quality of the pa rent -pro fcfr tonal relationship . ~ Many parents 
commented on what they perceived to b4 deficiencies in the interpersonal skills - 
, of professionals who brotfe, the news of their child's handicap to them. The 
problems they encountered fell into two main categories: 

Firstly, sorte parents experienced insensitivity to their feelings: "/ x 

PR?r" 27,6 ^ iret Vaediatritfdn wae blunt - no humanity. I felt obliged to be 
very co-reflU ,fhvaaing n% questiqpe eo ae no J^r° u P 8et him ' But * mother 



r who has given birth to an abnormal baby should be, kindly treated. Siie 
should *be .treated with care and more- as a,person - a person shocked and 
upset'... we went privately to another paediatrician who told us what he 
was testing for and answered our questions. . (144) 

The way the paediatrician broke the news - he yas qbrupt and distant. He 
stood in the doorway put "told the nurse to : go and settle the lady {me - • - 
who was crying). (159) * 9 

'A we$k after the birth, this doctor - who wap very young - gave me the 
^test results with four or five other doctors around the bed. I was % 
• ■ terribly upset. I didn}t think he had the right.- 014SX^ 

I was tndstly upset by the offhand uncaring manner of the specialist and 
ourvwn family doctor. ' (062) ■ * 

Secondly, some parents were critical at the lack of openness v Vrom professionals 

Being by mys*elf s the paediatrician was hard to talk to.' Couldn f t ask much 
I* was so flabbergasted. Bvtt when I" did ask/ he Just answered^ ' It f s 
• cerebral palsy \ (075r 1 ' 

The neurgsurgeon 'was negative^ discouraging, "gape us no hdp% 3 said the * 
child wSuld not live - Suddenly said chili could go hpmq ^and never , 
.admitted his prognosis was wronQ. (14i) ' 

The gynaecologist knew there was a S0/5f chance of retardation from'birtfi, 
but did not tell me this for months. , (127) / 

1 

The specialist made me -feel I was just the bearer of the child.' He was 
not straightforward. My hvsband often got more from the specialist if •! 
left the room. (040) ^ ■ , ' , k ' 



3.5 Recommendat ions 



Afrising from the quantitative and qualitative data obtained in this sjspect of 
the study, the following recommendations are advanced: ' 

■ " • r * 

1. ' Given the concerns expressed by many parents .regarding the way in*which 
professionals informed them about their child's handicap, .it is 
recommended: « ' 



(a) That the training programmes of the various professions' likely to 
* be involved in informing parents of the presence of handicapping 

conditions in their children include significant components of 

relevance to this aspect \>f their work/ In particular, there ■ . " 

« * « i 

should be reference to* recent advances in the medical, educational 
and community provisions for handicapped children and^to the need 
for sensitivity in interactions with tfce pare'nts of handicapped 
children (Mittler, 1979? Spain and Wigley, 19 75). V- 

(b) That since the medical profession bears the main responsibility for 
informing parents of their child's handicap, the above' rdcotnmenda- • 
tioh be accepted as a high priority by thoSe responsible for- 
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designing medical education courses at both the under- and post- 
graduate levels , and that individual professionals accept their 
personal responsibility for becoming better informed and more skilled 
in this. area (Gayton, 1975; Jacobs , 1971; Lipton and Svarstad, 
1977; Sanson-Fisher and Maguire, 1980; -Wahlstrom and Sterner, 1978; 
Wolraich and Feiter, 1979) . 



2. That professionals who are confronted with the responsibility of informing, 
— ©r^poiteirming to, parents that their child has a handicapping condition 

recognise that the majority of parents would prefer to be told with their 
^spouse. They should recognise, however, that since a significant minority 
of parents would 'prefer to be told alone, the dynamics of each individual 
family should be considered when deciding how their responsibility is 
discharged - if, indeed, it is possible to exercise any control over it. 



ERJC 



27 



CHAPTER FOUR 

PARENTS 1 NEEDS FOR SUPPORT 

I get lots of kindly* supportive concern. They 're caring and sorry but 
it 'goes no further. There isn't the amount of practical help I'd like. 

. 1 Needs for Guidance and Counselling 

Subjects in the 1979-80 phase of the study were asked^to comment on the extent 
to which their needs for guidance and counselling had been met. Table 14 shows 
that in terms of proportion of parents who experienced particular needs but 
considered that these were not being satisfied, the most pressing was for ' 
further information regarding their child's handicap and what they could do to 
help (59.0 per cent). This was followed by a closely allied need for good 
reading material (36.1 per cent) and tfien^a bracket of thr^e needs each 
attracted 25 per cent of the respondents (help with practical difficulties, 
encouragement to return for guidance and for counselling for reactions and 
feelings) . In considering the support from family and friends, the bulk of the 
parents felt that their neecis had been satisfied (54.2 per cent) or €hat they 
had not experienced the need for such support (28.9 per cent) 



TABLE 14 : PARENTS 1 VIEWS OF THE EXTENT TO WHICH THEIR NEEDS FOR GUIDANCE 
* AND COUNSELLING HAVE BEEN METl 



Type of help Experienced need 

Satisfied Not satisfied No need Total 





N. 


% 


N 


% 


N 


% 


N 


% 


/ 


















More information 


17 


20.5 


- 49 


59.0 


17 


20.5 


83 


100.0 


Good reading 
















jriaterial 


11 


13.2 


30 


36.1 


42 


50.6 


83 


100.0 


Help with practical 


















difficulties 


5 


6.0 


22 


26.5 


56 


67.5 


83 


100.0 


Encouragement to 
















return for 












t • 






guidance 


28 


33.7 


21 


2S.3 


34 


41.0 




100.0 


Counselling for 


















reactions and 


















feelings 


4 


4.8 


21 


26.3 


58 


69.9 


83 


100. 0^ 


Support from family 
















and friends 


45 


54.2 


14 


16.9 


24 


28.9 


83 


100.0 



1 1979~80 data only 

t 

The clear picture that emerges from this and other studies is that parents 
want a good deal more informatioa on their child 1 s handicap and what they can i 
do to ameliorate it than is presently being provided. The 79.5 pe* cent of. j 
the present sample who experienced the need' for information is comparable to' \ 
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the* 68. 8 p^r ceot of Hallinan f s (19*78) sample who wanted information on their 
chiles primary disability, the 72 per cent of Pulman's (1979(b)) subjects who 
felt the need 1 for more guidance after the' initial interviews and the 64 per cent 
of Gilmore and Oates 1 (1977) parents in N.S-.W. who wanted early contact with, 
facilities. Although they presented no data, Goddard and Raynor (1978) reported 
that their sample of parents in Exeter repeatedly jraised tl4 need for follow-up 
consultations to discuss the diagnosis and its implications. Despite this need, 
the evidence suggests that it is not fully being met, Cunningham and slope* 
(1977) , for example, reporting that nearly half of their sample of parents "iri 
the Manchester region left hospital with vital questions unanswered. . 

The comparatively low values placed upon counselling and on further -support 
from family and friends suggests that, on the whole, the parents in the present 
sanple have come to* terms with the emotional" implications of a handicapped 
child in the family. This finding stands in contrast with the results of a 
survey of professionals 4 in the Hamilton - Waikato area in which '65.5 per <^eijjt 
of ,the respondents emphasised the need fos professional support and counselling - 
of parents. Bie notion that parents of handicapped are generally adaptive and 
not pathological in their reactions is given credence £n other studies, too. 
Hallinan (1977, £.202), for example, considered that for €he overwhelming - 
majority of the parents *in his sample, "the primary reaction was one of rationale 
adjustment", while Svarstad and Lipton '(1977, p. 651) concluded from their study 
of professional communication with parents "of mentally retarded children that 
"there has beeri' too much emphasis on the parents 1 psychological problems and ^ 
not enolicfr <m how professionals inform parents 11 . - . 

A , 

k.l * Sources and Extent of Support 

Parents were asked to identify the sources of support or help pf any kind they \ 
had received and were shown a list which included such categories as husband/ 
wife, other relatives, medical people, close personal friends, neicfrbpurs , 
voluntary organisations, personal faith > clergy, £tc. Table 15 shows t^ie 
distribut Hon' of ' the 'parents in terms of the nunfeer of different categories of 
support they identified. Less than 10 per cent of then noted no sources or one 
source, while just, over 60 per cent identified four or more* 
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TABLE 15 : SOURCES OE SUPPORT IDENTIFIED BY PARENTS 



None 




i 

One 


Two 


or 


Four to 


* More^vthan 




Total 








three 




six - 


six 






N % 


. N 


% 


N 


% 


N 


% 


"N % 


N 


% 


2 1.3 


11 


7.3 


45 


30.0 


67 


44. 7 


25 ' 16.7 


150 


100.0 





Th6 parents' vatews on the extent to which they currently have sufficient 
support of the~*kind they needed from family and friends are summarised in 
^ Table 16 1 . Nearly half of the sample (48.2 per cent) considered they, currently 
had sufficient support, while jusfover one fifth (21.2 per cent) thought they 
had insufficient support. A large groupcof the parents expressed ambivalence, 
mainly because of differences In the extent and quality of the support the* 
-received currently and when their handicapped child was younger. ' 

9 t 

Although the differences between parents of the, younger and older children on 

this variable were not statistically significant, the data were pointing in 

the- direction of the former group feeling that they had insufficient support. 

Certainly, some of the parents ^made comments along these lines: 

We needed it desperately early on - especially emotional encouragement 
and hope. We don't need it as rr&ich now. (115) 

We struggled, by ourselves at the beginning. We needed it then> but now we 
don't need it as much. (117) » 

I needed another adult to help me cope^ to get me through my days - 
someone who understood all these things and could help me in the early 
stages-. 

« 

The finding that nearly half # of the parents felt they had sufficient support 

* is comparable to Carr's (1975) research in which just over half of the mothers 

of her sample of mothers 'of Down's Syndrome^ infants said that they received 

"soxne" or "much" N support from relatives or friends, and t^' Bay ley's (19 t 73, 

v . p. 282) opinion that 54.7 per cent of his sample of .53. families received * 

"good" levels fc of support, compared with 20.8 per cent who received "shaky" 

w " support and 24.5 per cent also received "poor" support. 

* 

It must be conceded, however, that the general findings reported in the present 
study and the others pust cited, may not be a fair reflectionof what actual 

"4f one parent said 'yes 1 &nd the other 'no 1 the response was coded as 'no 1 . 
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support or help is received by parents. For exanple, when Wilkin (1979, 
p.140) questioned his srertnple of parents to determine instances of help, he j 
found that when evaluated against the day-to-day practical burdens of families 
"the impact 'of community was neo3igible foremost". / - 

TABLE 16 i PARENTS* VIEWS OF THE EXTENT TO WHICH THEY CURRENTLY HAVE 
SUFFICIENT SUPPORT 1 









4 




independent 
variable 


Sufficient 
Yes 


support 
Anbivalent? 


Insuffi cient 
support 


Total 




N % 


N % 


N % 


M % 



All families 41 48.. 2 26 20.6 18 22.2 85 tOO.O 



Handicap 
Intellectual 
Physical 

Haiti- 3 30,0 4 40.0. 3 20.0 10 100.0 

100. 0 



Other 
..2 



14 


45.2 


11 


35.5 


6 


' 19.4 


31 


17 


56.7 


7 


23.3 


6 


20.0 


30 


3 


30,0 


4 


40.0. 


3 


30.0 


10 


7 


50.0 


4 


28.6 


3 


21.4 


14 



2.70, 6 df, NS 



l\)Q.O 
100.0 



Residence TOO 0 

Hamilton 11 44.0 10 40.0 4 16.0 y 25 100.0 

Auckland 30 50.0 16 26 . 7 14 23. % 3 60 100.0 

X 2 *- 1.61, 2 df, NS 



' <4§ months 15 44.1 8 23.5 11 32.4 34 100.0 

>40 months 26 "52.0 18 35.3 7 13.7 51 100.0 

X 2 « 4.46, 2 df, NS 



Socioeconomic 



status 
l » High 
Low 


22 
19 


47.8 
48.7 


17 

9 


37.0 
23.1 


7 
11 


15.2 
28.2 


45~ 
39 


20<?.0 
100.0 


X 2 « 3.01, 


2 df, 


NS * 




> 




























Family size 
-1 or 2 chn. 
3„or more chn. 


29 
12 


54.7 
37.5 


14 
12 


26.4 . 
37.5 


10 
8 


18.9 
25.0 


53 
32 


100.0 
100.0 


X 2 « 2.38, 


2 df, 


NS 








0 







^W-SO data only 

differences between earlier and current support 



*\3 Value of Meeting Other Parents 

Data on the parents' views on the value of meeting parents of children with 
similar handicaps are included in Table 17. Overall, three-quarters of those 
ixl the sample had met other parents, the vast Jfoajority of these respondents 
•considering the contacts to be of value, a pattern similar to that reported by 

m . • •• . •• l- • - 31 '." ' 
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J • Carr (1975). There. wer^ some variations from group to group when the various 
\ independent variables were, applied to the sample, but none of them reached 

statistical significance. In c^her words; the pattern of preference for 
meeting parents of similarly handicapped children was present' irrespective of 
the child's handicap, . place of residence, child's age, father's socioeconomic 
status and family size. Although not recorded in Table 17, it is worth noting 
that a similar preference was expressed by those who had not mefr other parents, 
the 25.8 per cent in this category being made up of 20.5 per cent who would 
like to and only 5.3 per cent who did not want to meet other parents of handi- 
capped children. . In other words, 84.1 per c4nt of the parents had either met 
other parents and considered it of value* or would like to meet other parents 
if they had not already done so. £ 

TABLE 17 , PARENTS' VIEWS ON, VALUE OF MEETING PARENTS OF* CHILDREN WITH 
SIMILAR HANDICAPS 



Independent Have met other parents m Total 

variable Considered it Considered it of Have not met 

of value little/no value * other parents 1 

N % -NfJS N % N% 



3* 



All families 


96 


63.6 


16 


10.6 


39 


25.8 


151 


100.0 


Handicap 




















Intellectual 


39 


66.2 


6 


10.2 


14 


23.7 


59 


100.0 


Physical 




28 


53.8 


6 


11.5 


18 


34.6 


52 


100.0 


Multi- 




10* 


66.7 


3 


•2o:o * 


2 


13+3 




100.0 


Other 




19 


76.0 


1 

I 


4.0 


5 


. 20.0 


25 


100.0 


X n 


6.69, 


6 df, 


NS 


1 / 
1 












Residence 




















Hanilton 




24 


ho.o 




10.0 


1* 


30.0 


40 


100.0 


Waikato 




29 . 


56.9 




9.8 


17 


3Z.3 


51 


100.0 


Auckland 




*$ 


71.7 




- 11.7 


10 


16.7 


60 


100.0 


x 2 - 


4.50, 


4 df, 


NS 














<48 months 




41 


68.3 


8 


13.3 


11 


18.9 


60 


100.0 


>48 months; 




55 


60.4 


8 


8.8 


" 28 


30.8 


91 


100.0 


X — 


3.22, 


2 df, 


NS 


•♦ 
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• status 
High 
Low 


55 
41 


65.5 • 
61.2 


6 
10 


7.1 
t 14.9 


23 
16 


27.4 
23.9 


84 

67, 


100.0 
100.0 


X 2 « 2.42, 


2 df, 


NS 














Family size 
J or 2 chn. 
3 or more chn. 


62 
34 


68.1 
S6.7 


. 10 
6 


- 11.0 
10.0 


19 
20 


20.9 
IS. 3 ' 


91 
60 


100.0 

too.o 


t X 2 . 2.95, 


2 df , 


NS 

\ 












4 



Would like to (31), do not^want to (8), 



24. , 

4 
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k.k Recommendations • " • 

In the light of the above data on parents' perceptions of their needs 'for 
support, tlve following recommendations are made: 

1. -That all professionals who have contact with handicapped children be 

provided with r^jular Updated reading lists relating to various handicaps. 

2. That directories of services relating to the ne^ds of families of young- 
children with handicaps be compiled fox every >r§gion within New Zealand 
(for example , see a handbook compiled by the Waikato Branch, NZ 
Federation of University Women, 1979). 

' . ' • • \ . ■ 

3. That handbooks on handicap written for parents be made widely available 
(for example , see Mitchell, 1979 , and a recent review of such books by Smith , 1981) 

<f i 

4. That regional resource centres be established po provide an information 
service to professionals and parents concerned with young handicapped * ^ 
children (Dean, 1975; Threlfall, 1979). ' • 

5. That statutory agencies such as the Health^and Education Departments 
and voluntary bodies concerned w^ith handicap collaborate in the provision 
of the above services. 1 



r* ♦ 



That professionals working with parents of handicapped children 
immediately following their being informed o£ their child's -condition* 

i 

should take accctupf of the emotional impact of" such information on the 
whole family and 

(a) arrange for parents toVeturn for jseveral interviews in order to 
clarify their understanding 1 and -to' come to terms with their feelings; 

(b) help the parents to make contact w^th- parents of children with 
* 'similar handicaps (Hornfey^J^^SpK^and * * — ^ 



(c) . ensure that some single person has ^jjpSponsibility for coordinating 

.contacts with professionals and others (Mittler, 1979; Spain and 

^ r - 

Wigley, 1975; Warnock/ 1978). 
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CHAPTER FIVE 

^^^^ ^ 

PARENTS 1 VIEWS" ON JHE1R GUIDANCE NEEDS 

' ^ 

I would go to courses if they were relevant and specific to my child 0, 
Sel f Care * 



The parents' were questioned regarding their desire to knov^nibre about ways of. 
helping their children learn »the* self • care skills of feeding, toileting r 

o / 

dressing and washing.^ From Table 18 , it can be^en that 25.5 per cent of the 
parents wanted guidance in three or four of these areas and another 38.9 per 
cent in one or two areas, while the remaining 35.4 per cent felt; no need for 
guidance in any of the 'areas. Although there were some variations in this 
distribution on thfe various independent variables, none of them were statisti- 
cally significant. 

TABLE 18 x **• PARENTS 1 WISHES TO KKCW MORE ABOUT HELPING THEIR CHILDREN , 
LEARN SELF CAM. SKILLS 



Independent 


Yes 


for 


Tea 


for 


No 


for 


Total 


variable 


3 or 


4 are>s 


1 or 


2 areas 


all 


areas 0 








x 


X 


N 


X 


-N 


*> 


N 


\ 


All families 


' 38 


25.5 


58 


38.9 


53 


35. 6 


149 

\ 


100.4) 










1 










7*ndtcap 












/ 






Intellectual 


16 


28.1 


20 


5S«1 


21 


36.8 


57 


100.0 


Physical 


10 


19.2 


22 


42.3 


20 


38. 


52 


100.0 


Kulti- , « 


5 


33.3 


7 


46.7 


3. 


20.0 


15 


100.0 


Othar 


7 


28.0 


9 


36.0 


9 


36.0 


25 


100.0 


X 2 - 3.20, 


6 df , 


NS 




k 










Residence 














i 




Hamilton 


16 


41.0 


13 


33.3 


10 


25. 6 


• 39 


100.0 


. WalJcato 


10 


19.2 


18 


34.6 


24 


46.2 


52 


100.0 


Auckland' 


12 


20,7 


27 


46.$. 


19 


32.8 


58 


100.0 


X 2 m » 9.21, 

— , - ♦ 


'4 d*f , 


NS 








\ 






V 

Age 








1 




i 






<AB months 


13 


21:7 


27 


45.0 


20 


33.3 


60 


100.0 


>48 months 


25 


28.1 


,31 , 


34.8 • 


33 


37.1 


89" 


100.0 x 


X 2 m -1.67, 


2 df , 


NS 














Soci oeconowic 












r— 






status 


















High 


25 


30. S 


34 


41. S 


23 


28.0 * 


82 


100.0 


Low 


13 


19.4 


24 


3$. 8 


30 


44.8 


67 


100.0 


X 2 » 4/98, 


2 df , 


NS 














ranily site 












37.1 


89 




1 or 2 chn. 


21 


23. $ 


35 


39.3 ' 


33 


100.0 


3 or roro chn. 


17 


2$. 3 


23 


38.3 


20 


33.3 


60 


100.0 


0.47,- 


2 df , 


NS 















J 
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Table 18A shows that the percentage of parents who wanted to know mortf- about 
helping their children in the particular self care areas ranged from 43.6 per 
cent for' feeding to 26,5 pfer cent for washing. The figures in Table 18A.held up 
across all of the independent variables except in the* case of'^dressing where a 
^higher proportion of high socioeconomic status parents (45.1 per cent) thaji p of 
lower socioeconomic status parents (23,1 per cent) wanted" to know mor^ about 
how to help their children (X 2 « 7.71, 1 df, p<.01) . 

TABLE 18A t PARENTS' WISHES 130 J310W MORE ABOUT HELPING THEIR CHILDREN 
LEARN FEEDING,' TO^tiETING AN ^DRESSING SKIL7.S 

* \ • " ' * & 



Yes No Total 



Self Care Area 


N 




'N 


% 


N 


% 




Feeding 


, 65 


43.6* 


84 


56.4 


149 


100.0 














<* 






Toileting 


58 


39.5 


> 


^60.5 


147 


100.0 * 


y 


Dressing 


52 


35.4 


95 


64.6 


147 


joo.o' 




















• Cleanliness £ 
















Grooming 


39 J 


26.5 


108 


73.5 


147 \ 

V 


100.0 
















tf 





Of the 100 parents **ho had received some guidance in helping their children learn 
self care skills, ^8 per cent had found .it to be helpful, 13 per ce6t ha£ 
assigned it a neutral^value and 9 per cent a ntegattve value (Table 19). R 

proportion of the Auckland parents ^ compared with those from Hamilton ancl 
Waikato, lwuLbotb^xried guidance and found it to be helpful. 

The proportion of parents who felt they wanted, to know more about helping their 
children learn the various •self ^care skills was rather higher than ^that reported 
by Wilkin (1979) in his survey of families with a severely mentally hancjicapped 
child. For example, whereas 43.6 per -cent of the parents in the present study 
expressed the need for guidance in feeding, only 9 per cent of Wilkin 's 
families who actually had children with feeding difficulties wanted more help. 
These differences can probably be accounted for by the fact 'that whereas in 
the current investigation the parents were asked if they wanted guidance, 
Wilkins asked his parents about theit needs for further , practical 1 assistance. 
No other study that has addressed this issue in a manner comparable to this one 
could *be found in the literature. 
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tabu; 10 



'parents* vims of value op guidance in helping THEIR CHILDrcu 

LEARN SELF CARE SKILLS 







Tried guidance 






Independent 
variable 
> * 


Felt uo need 
' df guidance** 


Helpful m . Neutral/ 
value negative 1 
value 


No guidance 
would have 
liked some 


Totcl 


■ s 


N 3 


N % . . N % • 
« 


N X 


N " t 







• 1 
























1 
















All families s 


27 


i 


78. 




22 


1S.0 


20 


13.5 


347 


100. 0 




















f 




Handicap 












l&l 










Intellectual ^ 


11 


19.3 


27 


47.4 


. 


< i 


3 ' 


57 ~ 


100.0 


<. Physical 


10 


19.6 * 


2^ 


56. 9- 


6* 


-22.5 


6 


11.8 


51 


100.0 


Kulti- 


2 


23.3 






1 


6.7 


0 


0.0 


lb • 


100.0 


Other 


4 


25.7 


— -SO 


41.7 


7 


29.2 


3 


12.5 


24 


100.0 


X 2 o 11.29, 


9 dfT NS 


















Residence 






















* Hamilton 


10 


25.5 


'19 


^48.7 


4 


10.3 


6 


15.4 


39 


100.0 


Waikato 


14 




20 


40.0 


9 


18*0 


7 


14.0 


50 


100.0 


Auckland 


3 


S.2 


39 


67.% 


9' 


15. S 


7 


12.1 


- 58 


100.0 



14.19/ 6 df, J<.05 



Age 

<48 months 
>40^months 

X 2 « 6.11, 



12 . 
15 v 



20.3 
i?.0 



3 df, NS 



34 
44. 



57.6, 
50.0 



10 
12 



17.0 
13.6 



3 
17 



5,1 
19.3 



59 

B0 



100.0 
100.0 



Socioeconomic 
status 



High 
Low 



15 
12 



18*3 

18. 5 



43 

35^ 



52.4 * 
'53.8 



14 

8 



17.0 
12.3 



.0.84 , 3 df, NS 



x 2 . 



G,36, 3 df, NS 



10 
10 



• 22.2 
25.4 



82 

.6b 



family s3ze . 1 * 

1 or 2 chn* 15 27.0 48 54.5 , fc 17 29.3 '8 

3 or more chn. 12 20.3 30 ^0.8 5 5.5 12 



t 



20. 



88 
59 



100.0 
100.0 



JOG. 0 
100.0 



8.8% neutral and 6.1% noyative value. 
* • 



5.2 Language 



Table 19 shows that nearly two-thirds of the parents ^62.3 petf cent) expressed. 

the wish to know more about how to help* their children's language development ~ 

a figure lower for parents in <the Auckland area (45.0 per cent) than for those 

in Hamilton (73.0 per cent) and Waikato (75.5 per cent). Although there was a 

# 

trend towards parents of children whose -language- was at the vocalisation/single 

word stage to Want more guidance than parents o-f children who were able to put 

two or more words together, the differences failed to achieve, statistical 
2 

significance (X -* 2.50, 1 df ) . , „ 
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TMlJi: 20 . paints' 
^ t LANGUAGE 


UJSHFS TO. KNOW MORE ABOUT HELPING THEIR CUZIilRBNS* 

development 




,Xiule;>£ndr»nt 


Wibh to Kno\; 


* No wish to know 




Total 


variable - 


more 


wore . 








N * 


N % 


N 


% 


All lamilies * 


91 62.3 


55 37.7 


146 


100.0 



Handicap 

Intellectual* # _*41_ ?J.0 16 20. i 57 i0<\0« 

Physical * -25 50. 0 25 50.0 50 J 00*0 

Multi- * 11, 73.3 / 4 25.? 15 

Other 14 58.3. 10 42.? 2 4 100. 0 

X ? « 6.41, 3 £f, NS 















Pes id? nee 






0 






Hamilton 


27 ?3.0 


10 


27.0 


37 


10&.0 


Wai)Jtto 


^7 ?5.5 


12 


24.5 


49 


100.0 


Audftand 


,2*7 45.*/ 


33 


55.0 


60 


100. o< 


X 2 a 1,3.09, 


2 df, p<.01 











A_2£ 

<40 months * , 04 55.5* 24 42.3 58 100.0 



>AH months 57 54.5 . " 31 35.2 80* 100.0 

' « 0.56, 1 df , MS 



xi. 



Soc ioeconomic 





4 


status 
, . High 
Low 

2 - 

X « 0.90, 1 df, 


52 
39 

NS 


65.8 
58.2 




1 27 
28 


34.2' 
41.8* 


79 

67 


100.0 
100.0 










Family r.ire 

1 or 2 chn. 7 

3 or more chn; 


1 

53 
38 


60/9 
64.4 




34 
21 


Z9.1 
35.6 


87 
59 


100.0 
100.0 


1 






\ 


X 2 „ 0.18, 1 -df, 


NS 3 


















• 




Stage of Lanci\n*.cfe 
Vocal iccs^singlo words 
Puts 2 or nore words 
, together 


47 
44 


69.1 '° 
56.4 




21 
34 


30.9 
43.6^ 


6G 


1&0.C 

100.0 










X 2 * 2.50 , 1 df , 


NS 










* * * 


« 


% 














*> 




« 








♦ 












< 














5.3 


Behaviour Management 


















* 


Table 


21 


shows that just over half*of the 


parents 


(54.4 


per cent) 


expressed the 







. wish for guidance in managing their children's behaviour, with a significantly 

higher rpropdrtion of 'other handicaps' (80.5 per cent) and parents living in 
- Hamilton (71.1 per cent) expressing such a need. 

ERIC - ' 
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TABLK 21 ' % PAINTS' WISHES FOR GUIDANCE IN MANAGING THEIR CHILDflENS 1 BEHAVIOUR 



/ . 

Independent 
Vatiablc 

# 






^Yes 


N 


No 

% 




N 


Total 
% 


All families 






80 


54.4 . 


67 


45.6 

i 




147 


100.0 


Handicap 




















Intellectual 






28 




30 


52.7 




58 


100.0 


Physical 






24 


49,0 


. 25 


52.0 




49 


100.0 


Multi- 






/ 


01/ « (/ 


7 


50.0 




14 


100.0 


Other 






21 


80.8%. 


5 


29.2 


V 


26 


100.0 


X 2 « 8.86, 


3 


df , 


p^05 








• 






Residence 




















Hamilton \ 






i / 


77 7 


11 


29.0 




38 


100.0 


Waikttto 






z / 


off. c 


23 


46.0 




50 


100.0 


Auckland 






26 




33 


55.9 




59 


100.0 


X 2 - 6.79, 


2 


df . 


p<.05 














Age 
















57 




<43 months * 






2 V 


47»4 


30 


52.6 




100.0 


>48 months 






53 


50.9 


37 


42.2 




90 


100.0 


m 1 87 






NS 














Socioeconomic 














* 






status 




















High 






47 


57.3 


35 


42.7 




82 


100.0 


Low ' 






33 


50./? 


32 


49.2 




65 


100.0 , 


X 2 « 0.63, 


1 


df, 


NS 












** 


Family size 
1 or 2 chn. 
3 or more chn. 

X 2 « # 1.93, 


1 


df. 


52 
28 

NS 


59. J ' 
47.5 


36 
31 

* 


40.9 . 
52.5 




88 
59 


100.0 

s ioo.o 



Notvn thstanding the finding that about half of the parents wanted guidance, 
tfnly, 20.6 per cent of them rated their child's behaviour as "not easy" or 
"very difficult" to taanage, (Table Z2) -'figure that comparable to Hewett, 

to* 

^Newson and.Newson's (1970) finding that 90 per cent of the parents in their 
sample rated their, children as being happy most of the time, and Bayley's 
(1973) finding that 92.8 per cent of his sample of subnormal children living 
at home were rated as havincf nb or slight behaviour problems. Although no, 

y 

separate analysis was carried out for the small nunber of Down ' s. Syndrome 
children included in the present study, It is interesting to note that Carr 
(1975) found that parents of Down's Syndrome children tended to rate them as 
getting into more mi$chief than most children, compared with parents' 
ratings of a normal control group. 
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rnuiK r> . i'Iikints 1 viM.b m fask ok mamat.ihg THEIR CHUDum 1 ufjiavic 



UK 



Independent Ba' Byj . E *sy, with , Hot oaf>y/ Total . 

variable unqualified reservations V. difficult 



Ul families 71 45.5 45 30.9 30 20.5 



J 0f>. 0 



Han^icjip 

lntelloctii.il 30 53.5 13 23 % 2 ~~13 2o. 2 56 200 0 

Physical 28 50,0 16 32.0 ' f> Vo.O So 100 0 

Hulti- * 7 45.7 .5 33.3 3 20.0 15 



°ther 6 24.0 11 44.0 8 - 32.0 25 

^ ^. 10.05, 6 df, NS 



100.0 
100. 0 



ResiAoncc " ^ 

Hamilton 18 47. 4 13 34. 2 7 18.4 30 200. 0 

Kaikato 24 49.0 16 32.0 i 0 20.0 50 JM. 0 

Auckland 29 50.0 16 27.5 13 22.4 50 20<?!0 

X 2 - 0.59, 4 df , NS , , 



<40 foonths * 30 54.5 18 22.7 7 Jf.fl 55 100.0 



>40 ronths 41 45.1. 27 29.7 23 25.3 91 100.0 




X 2 c 3.37, 2 df , NS 



42* -51. 9 . 23 29. 4 16 20. 7 81 200. 0 

29 44.$ 22 33 . P 14 21.5 65 2 00. 0 



0.79, 2 df, NS 



Ponily si ze 

1 or 2 dm. 40 45.5 32 35.4 16 29.2 ~ 80 200.0 

3 or more chn. 31 53.5 13 22.4 14 24.2 58 200 0 

..2 



X~« 3,2\, 2 df, NS 



Just over o^e-qfuarter C.e.f cr>nt of the parents said that they had actually; 
-received some guidance in managing their children's behaviour — ■ a proportion that 
v/as significantly higher for parents of children under the age of 48 months 
(Table 23). Qf those who had received guidance, about two-thirds considered that 
there was a positive outcome, the remaining one-third feeling that the outcome was 
either unclear or negative. One parent articulated* the problems of some of the 
parents who were less than satisfied with the guidance they received. In discussir 
her daughter's bedtime tantrums and her attempts to follow a psychologist's' 
advice, she commented that "it was hard to enforce the instructions because of her 
strength, and the sheer endurance demanded of parents." Such comments raise the 
issue of the adequacy of professionals supervision of management programmes they 
ERJC Ls6 parents, to undertake. t 
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Another quarter o/ the sample CM. 7 per cent) indicated they had not deceived *' 
•guidance in managing their children's behaviour, hut would have liked some". 
However, not all* of this group felt that they were/not coping or were inadequate. 
Some expressed the neea for auidance because they felt thr.re was always- some- 
thing mere they could- learn, while' some were anticipating the possibility' of 
Suture Ft-o.^s w r. th^hilj '.-cores -c: ,. m.** f 01 gtar.s V interact* kit'. ' 
more uec u 1 e 



tabu; 23 



i PARENTS 1 VJTWb OF VALUE OF GUIDANCE IN HAKACINCS THEIR 
CHILDW'NS' fcUlAVIOUR 



Indoj/Ondont 
variable 



All families 



Handic ap' 
Intellectual 
Physical 
Multi- 
t Other 

.2 



Received help "„ T " 

Unclear/ No help No profcO en- 
Positive negative would have No need of 
outcome ' outcome* liked some help 

* N V N % N % 



N 



26 C 17. 3 



10 
8 
4 
4 



17. P. 
15.7 
26.7 
IS. 4 



X - 9.54, , 9 df, NS 



14 



$.3 37 24.7 73 48.7 



6 10.4 

3 5.9 

2 13.3 

3 11.6 



16 
8 
3 

10 



27.6* 
IS. f 
20.0 
38.5 



32 
6 
9 



44.8 
62.8 
40. 0 K 
34.6 



Tote! 



350 100.0 



ba 

51 
15 

26 



loco 

100.0 
10C.0 
100. 0 



Residence 
Hamilton 
Waikato 
Auckland 



4 

,10 
12 



19. T 



to: 

19. 
20.3 



6.67, 6 df, NS 



lOtf 
5.8 
11:9 



13 
15 
9 



33.3 
28.9 
15.3 



18 , 

24 

?1 



46.2 
46.2 
52.5 



39 
52 
59 



100.0. 
100. 0 
100.0 



Ac?e 
^<40 months 
>40 months *** 



4 

22 



0.0 
23.9 



X « 10.14, 3 df, jx. 02 



10.3 
8.6 



12 
25 



20.7 
27.2 



36 
37 



62.1 
40.2 



58 
9? 



100.0 
100.0 



Sod oeconondc 
status "% 
Higb 
Low 



x 2 . 



3.87, 



19 22. 6 
1^ 10.6 

3 -df , NS 



0.0 
9.1 



19 
18 



22.0 
27.3 



38 
35 



45.2 
53.0 



84 

6G 



100.0 
100.0 



Family si ze * 
. 1 or 2 chn., * 15 30. 7 
3 or i.x>ro chn. 11 18. 3 
2 * 
X « 2.27, 3 df* NS 



11 

3 



12.2 
5.0 



21 
16 



\ 



23*3 
20.7 



43 
30 



47.5 

so:o 



90 

GO ' 



100.0 
100.0 
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6.0% unclear outcome, 3.3% negative outc<w*. 

Parents- reports on what they considered to be the mo Ft effective means of 
controlling their children's beh^iour gave the^highest ranking to praise 
(48.0 per cent), with 20'. 6 per cent being unwilling .to commit themselves because 
their strategies depended pn the situation (Table 24). Physical "punishment, 
either, by .itself or in association with explanations, was favoured by 11.0 per 

* 'An 
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■n 



cent - a •somewhat lower proportion than might be expected from Hewett, Newscn . 
and Newson's (1970) finding that 33 per cent of the mothers of a sample of 
spastic children .reported that they never or almost never smacked their handi- 
capped .children. When questioned about their approach to rewarding appropriate 

behav'icurs, social reii t'orr*-s al nv* were favoured ir " ratio of two to dne, 

c » 

over strategies that i- .'luded ta. ^ib.f reinfo'cers (Table 25). 

" * TABLE 24 i PARENTS 1 VIEWS ON THE MOST EFFECTIVE MEANS OF BEHAVIOURAL CONTROL 1 



Typo of control / f 


N 


% 


Praise , ' 4 (I 


35 


48.0 


iXJperfQs on situation 1 

DViue^ rftl turn 4 oHtnont* / f-volflnAhion + smackino / 


15 


20.6, 


0 


11.0 


Praise + rewards / rewards 


6 


8.2 


Ignoring / time out / isolation 


5 


6.9 


' Explanations v 


* 3 


4.1 


Deprivation of privileges 
* 


r 


1.4 


Total ' 


73 


1G0.0 


o 

1 1979-80 dnta on3y. 






• 

TABLE '"25 x PARENTS r VIEWS ON REWARDING APPROPRIATE EEHAVIOURS 


i 

IN TIJEIR 




CHILDREN e 




* Type of reward * 


N 


% * 


Social re in formers only < « 


96 


65. 7 


Tangible./ Tangible + social 


49 


'33.6 


Never rewards . % 


1 


0.7 


Total 


146 


t 100.0 



5 Ik Play Activities ' 

One-thj.rd of * the parents expressed' a definite interest in knowing more about 
play activjptied for their children, compared with one-sixth who had a little 
Interest .in 'this area and half who had no interest (Table 26). The parents 
living in the Auckland area were significantly less interested in learning more 

y ( 

about play than those living in Hamilton and Waikato. No comparable* analysis 
>could.be found in the research literature. 
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tahu; 26 : parents ' wishes to know more about play activities for 
tiikir children 



Independent Definite tattle or seme Mo Total 

variable interest ^ interest interest 

N % N % N% N * 



All families 51 34.2 24 16.1 ^ 74 49.7 149 100.0 



Handica p 

Intellectual 22— 37tS Hr— J£r0 — 25 43 1 58 J £7 

Physical 13 2S.0 8 25.4 31 59. 6 52 J00.0 

Knlti- ' ' 4 26.7 2 13.3 9 60.0 15 200. 0 

Other . 12 SO.O 3 12.S 9 37.5 ' 24 200.0 

X 2 e 6. $7, 6 df # NS 



Residence 

Hamilton 22 S7.9* 7 

Kaikato 22 43.1 1 

Auckland ' 1 11.7 10 
2 

X ■ 28.09, 4 df, p<.001 



25.4 { 9 23.7 38 J00 0 

13.7 22 43.2 51 

16.7 43 72. 7 60 3 ^ 0 



Age 

<4G months 21 35.0 9 1S.0 30 50.0 - 60 100.0 

>43 months 30 33.7 15 26. P* 44 49.4 89 200.0 

X 2 « 0.10, 2 df , NS V 



Socioeconomic 



status 



High 29 3$. 4 15 18.3 j 38 46.3 ■ 82 100.0 

low 72 32.8 9 13.4 36 53.7 67 200.0 



2 

X « 1.02, 2 df, NS 



Fami ly r. lr.e 

1 or ; 2 chn. 32 36.0 ll ? 22.4 46 52.7 89 2W. 0 

3 or more chn. 19 32. 7 iy 21.7 2R 46.7 60 200^0 



2 

X ct 2.30, 2 df, NS 



*«fT.5 Pa rent s' Rea ctions to Attending Parent Training Courses ' v _, Y 

The parents were asked how they would feel about attending training courses or t 
'groups that were run for parents of children like their own, Of;/the 151 
mothers who responded to this question/ 61.6 per cent were very positive, 
another 28.5 per cent were positive with reservations , and the remaining 9.9 per 
cent were unsure or negative (Table 27). w* , 
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TAUI.U 27 , MWIIKRS' reactions to attending parent training courses 



r 



Independent 'Very Positive with Unsure/ Total 

vui iablc positive reservation' Negative 1 



All families , 93 a 61.6 43 28.5 15 9.9 151 fQO.Q 



Hand ic ft p * ' 

Intellectual 36- 62.1 15 2S.9 "~ T^^lZTl 5B Joo^ 

Physical . . 32 61*5 14 25.0 6 11.6 - 52 70/? /} 

Haiti- 8 53. J 1 40.7 0 15 j*/ 0 

Other 17 55.4 7 9 26. 9 2 7.8 26 
2 

X o 4.20, 6 df, NS 



nosidcrtco 



HUnilton 


30 


76.9 


9 


23.1 


, 0 


0.0 


39 


K'oikato 


31 


59. C 


16 


30.8 


5, 


9.7 


52 


Auckland 


32 


53.3 


18 


30.0 


10 


16.7 


60 


X 2 » 9.35, 


4 df, 


NS 






♦ 




• 


















<48 months 


38 


63.3 


18 


30.0 


4 


6.6 


60 


>48 months 


55 


60.4 


25 


27.5 


11 


12.1 


91 


X 2 « 1.20, 


2 df, 


US 













100.0 
100.0 
100.0 



100. c 
100.0- 



* So cioec o nomic 

Hicjh 51 60.7 fc 26 31.0 7 8.4 84 ]00 0 

•lov/ 42 f 62. 7 1-7 B5.4 8 12.0 67 j^fl 



K 2 « 0.92, 2 df, NS 



FttniJy sise » , . 

Tor 2 elm. 60 55.7 24 26.7 6 5.5 90 iQp p 

3 or more, chn. 33 54.1 19 31.2 9 14.8 ' 01 }^ (? 



X « 3.50, 2 df, NS 



> .... 
J 



4.6* unsure nnri i>.3* negative 



v£he distribution wks markedly different for the 9L fathers^^the : c<jmparhble 
findings being 45.1, 37.4 and. 17.6 per*cent, respectively Jpafaie 23) , with 
fathers living in the Hamilton area being markedly * mo pe positive in their ' 
reactions to attending parent training courses than those in Auckland or the 
; Waikato. * ' 

•The only comparable study against which these -results can be *measu2£d is that 
of Lonsdale (1978). She reported that, only 54.6 per cent 'of her sample of 
parents considered parent support .groups to Ije essential or important - p/ v 
somewhat less positive attitude than -was found in the present sample. ' A more 
ERJjC -ct indication of. parents' willingness to participate in training programmes 
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can be found in early intervention studies* In one such study, Mitchell, 
Parker and Ward (1981) reported that of the 17 families of Down's Syndrome 
infanfc§~who were given the opportunity to^ participate in an individualised 
parent training programme , 15 accepted, although two subsequently transferred 
to another programme. Several families travelled more than 100 kilometres each 
way every two or threq*week& to participate in the programme. ,1 



TAttLE 28 : 

s 


FATHERS' REACTIONS 


TO ATTENDING PARENT 


TRAINING COURSES 




Independent 
variable 


•Very ' 
positive : 


Positive wi th 
reservation 


Unsure/ 
Negative* 


Total 






N % 


N 


% 


N " t 

r 


All fiunilics 


41 45. h 


34* 37. 4 


16 


w 

17. 6\ 
j — 


91 100.0 



l'.*md? cr& 

Intellectual 

Physical 

Kulti- 

Other 

„2 



15 
15 
4 
7 



41. 7 

S3. 6 
36.4 
43.8 



5 41.7 
$ 21.4 
7 63.6 

6 57.5 



6* 20. 7 

1 20.0 

0 «0.0 

3 25.8 



36 jflC.c 

28 200.0 

11 700.0 

16* 700.0 



X «= 7.69, 6 df, NS 



Residence 
Hamilton 
Kaiknto 
Auckland 
..2 



21 
11 
9 



72.4 
36.4 
28.1° 



X «i 13.69, 4 df, p<.0l 



6 20.7 
12 40.0 
16 50.0 



2 7.0 
7 '23.3 
7 22.5 



29 100.0 

30 200.0 
32 200.0 



A&c 

<43* months 
>48 months 

X 2 o 1.60, 



19 

22 



40.3" 
44.0 



2 df, V KS 



11 
'17 



41. 5 
.34.0 



11 



22.2 
22.0 



41 

50 



100.0 
100,0 



Socfoecon omi c 

stains 

High 

I/DW 



27 
14 



47.4 
42.2- 



>1.34, 2 df, NS 



a. 



J or 2 chn* 
3 or roro chn. 

X ? *r> 3.40, 



29 
12 



, 52. Z 
33.3 



7 df, NS 



22 
12 



47 
17 



38.6 
3C.3 



30*9 

47.2 



14.1 
23. 5 



20.4 

2£.<7 



57 
34 



700.0 
100.0 



5i> 200.0 
* < 200.0 



ll.Q.% un.sun? and 6.Ct nerjativo 



The wain reservations about attending courses centred on- two main themes,^ 
Firstly, severaT parents felt that they would not have sufficient time - one 
because of shift work, several because they lived, in rural areas, some- because 
they lacked, transport, and one because of their commitment to the rest of the 
family {We %v\j to be bqlanoed.', 102). 
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> 

Secondly, some parents were skeptical about the value of courses, as can be 
seen from these comments: 

The people running these courses often appear to lack enough first hand ' 
real experience of the speHfic handicap and problems to be really useful. 
C134). 

What are they' going to teach me? y I don't think 'l have a problem. All' 
the pushing and prodding hasn't affected* _. He goes at his own pace. 
> I&u can. t speed hm up. Help is marvellous, but tie hasn't developed any^ 
jo.&'t&v* (239) 9 

9 

Psychologists -etc. "don't seem to realise how hard it is to applu their 
suggestions. (079). ^ 9 

■ ■ ' v • r . 

Several parents said that they>ould only attend courses if they could be 
assured that Jfhey were relevant and specific to their child's needs, implying 
thafe their impressions- of such courses were that they were too general. 

Other reservations to be expressed by individual parents are reflected in the 
following: " 

I don't want to be 'anchored by her handicap 'any more. I want other 
people to 4o it. (124) . i i ■ . 

When you are coping with sheer survival you don't neecLpeople to tell uou 
what you can do all day. (154). ' • 

I've never got involved with anything. I'm scared of ^getting involved 
with anything. (159). 

5.6 Familiarity with Your Child Is different 

When the t second phase of the survey was carried out in 1979-1980, Radio New 
Zealand had broadcast' the radio series 'Your Child is Different' and had' 
distributed the accompanying booklet -(Mitchell 1 , 1979) of the same title free to 
any person who requested it. In ordeV to test out the extent to which material 
• of direct relevance to the survey sample had been disseminated and/or taken up ~ 
by the, parents> the second phase questionnaire included items on this material. 
From Tabl-e 29 it can be seen that half of the parents had read the y booklet, a 
proportion ^that was consistent across the various independent- variables. 
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TABLE 29 j FARENTS* 1CAUJNG OF BOOKLKT, *YOUR CHILD IS DIFFERENT' 1 





Indc|>enclont 
variable 


— ^ 

. Read 
booklet 

N % 




Did not read 
booklet 

N % 


Total 

— / ' 
















All families 


'.42 40.4 




43 5 SO. 6 


65 100.0 






1- — 










\ 



Handica p 
Intellectual 
Physical 
Multi- 
Other 9 
2 



17 54.8 

10 33. 3 

8 £0.0 

7 ^0.0 



7.21, 3 df , NS 
ift 



Residence 
Hamilton 
Waikato 
Auckland 



3 * 25.0 
7 53. P 
32* 53. 3 



3.33, 2 df, *»NS % 
3 



14 45/2 

20 OC. 7 

2 20.0 

7 SO.O 



9 75.0 
6 45.2 
28 46. 7 



31 300. 0 
30 300. 0 
10 10O.O 
100. 0 



14 



12 yiOO.O 

13 300. 0 
60 300.0 



Age ■ * 

<48 monlh3 . 20 * S8.8 

>40>oi)t!is ' 22 4Z.r 

X 2 n 2.00, 1 df , NS 



14 42.2 
29 66 J 



34 30^.0 
53 100. 0 



Socioeg.onor.tic 
status 
Hiyh ' » 
Low 



25 
17 



0.98, 



1 dfij 
15— 



5?; 3 

43.5 



21 

22 



45.7 
16.4 



46 0 
-39 10Q. 0 



\ 



Family si r.e 
1 or 2 cbn. 
3 or roore chn 
„2 



27 
15. 



50. 9 
46.9 



0.13, 1 df, KS 



•26 
17 



49.1 
53.3 



53 
32 



300. 0 
100.0 



1979-80 data only. „ - ' < . 

A lower proportion of the sample had listened to the radio series, 'Your Child 
is Different* than had read the^booklet (35.3 per^<Jfnt, cbirpared with 49.4 per 
cent) . Significant differences were recorded in the proportion of parents who 
listened to the series, with a higher proportion of parents of multi-handicapped 
an<j»rff parents of smaller, families reporting that they had done so XTable 30) . 



ThhlS 30 : PARENTS*^ MSTENING TO RADIO SERIES* 'YOUR CHILD IS DJFrBRENT'^ 





Independent 
vanab) e 


Listened to 
series 


Did not listen 
to faeries 


Total ^ ^ 
• 






N 


• % 


N 


% 


N 






, — 

AJlI iamilics 


30 


35.3 


55 


64.7 


85 


100.0 




















Handicap 
Jnte) lectual * 
Thyaical 
Multi- 
j r . Other 


10 
7 
8 
5 


32.3 
23.3 
80.0 
35.7 


21 
23 
* 2 
9 


67:7 
76.7 
20.0 . 
64.3 


31 
30 
10 
14 


100:0' • 

100.0 

100.0 

100.0 ' • 


0 


^X 2 m 10.76, 


3 df, p< 


.02 






• 


• 



Residence 3^25.^ 9 75.0 12 j^fl 

Hanult ° n 6 46.2 7 53.9 «33 

Waikato 21 35.0 39 65.0 60 < 100.0 . M 

Auckland * 

v 2 c 1.23, 2 df, NS ^ 



*?l ,w 13 35.5 21 34 j^.fl 

< 48mon ^ S 17 33.3 34 51 100 .0 ' 

>48 months A • , c 

y. 2 » ^21, 1 df, NS * ~ 5 . 



" : * - . f 

Socioe co nomi c - » ' K 

20 43.5 26 55.5 ,46 J00m0 

Hlgh , io 25.6 29 74.4 * 39 jOO.O 

Low \ 

X 2 = 2.94, 1 df, NS 



r . 



J&ZhLM™ 3 ^ 5#<f * 30 56.6 53 2 >.fl 

1 or " thn \ 7 2J.9 25 78.1 32 jj M 

3 or rv>i:c chn. , ' » 



X 2 K 4.05, 3 df, p<.05 t 



.979-80 data only. 

5,7 Recommendations 

Based on the above findings, it is recommended: 



f 

t 



1. That parent training programmes, should be. made readily available to ; 

parents, of handicapped children (Attwood, 1977;' Bitter, 1963; Cunningham, 
1975; Hornby, 1980* Jackson and Terdal, 1978; Mittler, 1979; Parker and ^ 
Mitchell, 1980} , ' . * 
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That such courses should 

(a) be held in locations that minimise the amount of travel parents have 
to undertake; ^ • 

(b) be directed at fathers as well as mothers; 

\ 

(c) be concerned wi^h meeting the needs of individual families, as well , 
as covering general issues; w • 

(d) / recognise parents 1 rights to refuse'.to participate; 

(eT be directed by professionals who are skilled at working with parents, 
as well as with handicapped children; 

(f) have a home-based component to' ensure adequate transfer of concepts; 

(g) include consideration of such areas as language -skills , behaviour 
management, feeding, toileting, dressing and play, in approximately 
that order. 



» 
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CHAPTER SIX* 

PARENTS 1 FAMfLIARITY .AND SATISFACTION WITH'SERVI CES 



If I'd known what to ask for - you don't know what's available. You find 
out months later you could or should Itave had something - a piece of 
equipment, home aid, or ideas about how to help your child l^arn to do 
something you thought he would find- impossible because of his handicap*^ 
but by then it's often too late. You didn't know, and it's taken its 
toll on your health or your family or your marriage. 



6.1 Overview 

^The parents were questioned regarding the extent to which they knew of and had 
vised a range of professional services commonly associated with handicapping 
conditions. From Table 31 , it caxfflse seen that these contacts extended from 

* just over half of the sample who had used the services of psychologists and 
visiting therapists (59.3 and 55.3 per cent, respectively), to^one-fifth or 
fewer whcr hacfhad contact with hospital social Workers and district nurses 

(20.0 and 15.3 per cent, respectively) . 

V « * 

V 

TABLE 31 : EXTENT TO WHICH PARENTS KNOW OF AND HAVE USED VARIOUS 
fc , PROFESSIONS : SUMMARY 



Service 


Did 


^now of 


* Did not 


7~ 

Total 




Have 


Have not 


know of 






used 


used 




N N % 




N . % 


N % 


N % 



Psychologists 
Visiting therapists 
Speech therapists 
Hearing assessment 
Physiotherapists 
Orthotists » 
Hospital social w6rkers 
'District nurses 



89 


59.3 


19 


12.7 + 


42 


28.0 


150 


100.0 


83 


55.3 


13 


„ 8.7 


*54 


36.0 


150 


100. 0 


69 


46.0 


13 


8.7 


68 


45.3 


• 150 


100.0 ' 


68 


45*3 


17 


21. 3" 


• 65 


4X3 


150 


100.0 


•63 


42.0 


25 


16.7 


62 


41.3 


150 


loo.o : 


40 


26.7 


36 


24.0 




49.3 


150 


100.0 


30 


20.0 


23 


15.-3 


97 


04.7 


150 


100.0 


23* 


15.3 


29 


19.3 


98 


65.3 


150 


100. Q.^ 



^Parentajwere not questioned about all, of the professional groups with whom they 



came ifito contact; for example - the medical profession was not N focused on in 
this question. ' 

. . I 

Irt terras of the proportion of respondents wh6 rated the professionals as 'very 
heipf ill 1 /visiting therapists, with 67.9 'per cdnt.'inttftis category, stood out « 
(Table 32) . Theysj/ere followed by speech ,therapisJbs and medical specialists 
(excluding. paediatricians) , both of which had lightly more than '50 per cent of 
tihp respondents rating them as very helpful. * Then followed a group of profes- 
sions comprising Crippled Children Society field officers (44.0 per Cent) , 



Society for the Intellectually Handicapped social workers (40.8 per cent) and 
paediatricians (37.3 per cent). The two groups achieving; the lowest proportion 
of 'very helpful 1 ratings were psychologists ,(/s.9 per cent) and hospital 
social workers (23.5 per cent). * \^ * J , # 

TABLE 32 : PARENTS' RATINGS OpVu'FULNKSS OF VARIOUS PROFESSIONAL GROUPS 1 



Professionals , Very Some Not 3 Not Total 

helpful v help sure holpful 

. • N \ Nt N% N '1 



therapists ' S7 67.9 18 21.4 5 - 6.0 4 4.8 84 1 00.0 

Medical -y a ' 

specialists ' 24 S4.S 11 2S.0 . 3 6.8 6 23.5 44 100.0 

Speech therapists 38 54.3 16 22.9 7 9 22.5 70 100.0 * 

^tflcnrs 3f 29 34.5 3 3.5 15 17.9, 84 

Family doctors* 28 42.4 17 25.5' 8 J2.1 13 IP. 7 66 

PI unket Nurses 1**41.7 6 15.7 5 l** ' 10 27.5 36 W.* 

- S ™ £5"? ■ ,p 40.8 , 50 2S.2* 9 *12.7 13 .71 JW.« 



workers » * 29 40.8 , 20 25.2' 9 

'^Paediatricians 2 M *M 20 * W. £ 9 22.^ 75 lW.fr 

^ fkyiolo^ists -;. zf 35.9 ^8 2J.2 ^2 5 M.J " 33 38.3 85 HW.0. 

" v 'No ' * - * 

- ~ "Zilfs 8 .8 2^ '9.^.5 9 25.5 3< W.« 

\I .Of*. < 



Vdnor discrepancies occur between -data uft this/and pVevicufetable because not all . 
parents who said they used a service rated its helpfulness. 

, -y > - '& ' ■ 

1979-80 data only. *s* M 0 ,• « 

■ * ■ 4 

includes : varied from professional to professional, not sure, neutral, only 
brief contacts. ' ' ' 

Excluc^ng paediatricians. # ^ * . » % 

— ^ ^ \ ' ' " » 

These .figures should be considered in cbnjuhotlon liyfi the data relating to the 

proportion of parents who rated the DroLssiQnals v a^being 'not helpful 1 .. In 

general, these ratings were the reciprocal of the'^very helpful* ratings, the. 

major exceptions being paediatricians wht> were rated eighth in terms pf the 

^ 'very helpful 1 category but se6ond % in the 'not helpful' category, .and plunket 

nurses who were sixth in the former and \intH 1 in *th^ latter categories. 

m \ % < 

. Although parents were not asked to give -reasons for th<&£ ratings of the various 
* j " * V * — " 

"~ professionals, it would seem that those achieving the highest rankings havp 

practical advice- and frequent contacts in c^on # g The former of these points • 

O has alreacly been noted as being valued by Wie parents in this sairple (see 

ERIC Chapter four), while Cunningham and Slope/ (1977) have presented data in support 
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a of the latter. 

, v. 

* * J 
The subsequent sections of this chapiter will discuss the results pertaining to 

each professional group in more detail* m 

/ . \ 

6.2 Psychological Services 

v Psychological Services had been used by three out of every five families 

(Table 33) , with one in eight knowing of such sdfcvices but nq,t having used them 
and just over one-quarter not "knowing of their existence, tfhis pattern was 

* generally true irrespective of the child 1 s handicap, place of residence and 
family size. There were significant trends, however, for older rather than' 

^ younger children to hkve been seen by psychologists (X = 26.01 f 2df, p<,001) 

and for higher rather than lpwer sdciioeconomic status families to have had such 
2 

contacts (X = 5.32, 2df, # p<.05). Of those children who had been seen by 
psychologists, just tinder half (47.1 per cent) had fouftd the contacts helpful, 
3ne-quarter were unsvure, and one-quarter ratecj.them as being not helpful 
(Table 32). 

- . j . , -/ 

The finding that t 59.3 per cent of the sample had seen a psychologist is consist- 
ent with Hallinan l s (1978) figure \>f 53.2 per cent, but considerably higher /than 
^in Kirkland's (1981) surv^f of the parents of T.13 New Zealand deaf children in 
which bnly 30 per cent had been seen by a psychologist and in Chazan's (1979) 
*,U.K. sampling of 145 parents with handic,a^t>ed children under the age of five 
years. • \^ * 

Only 35.0 per cent of the families with children under the a$e of four years had 
had contact with a psychologist, a t figure that was somewhat lower. than the. N 

* 44.2 per cent of Hallinan's (1978) sample whose initial contact with a 
psychologist was when their child was und^r four. + u ^ 

With just under half of the families finding their contacts with psychologists 
helpful, the parents in this study shotted a similar pattern to Hallinan's (1978) 
pareats, 53.9 per cent of whom rated psychologists as 'very helpful' or of 
'some value'. Higher levels of satisfaction were expressed by a sample of 

„ \ _ __ _i. _ r f „ 

1 ' » V 1 

All three of these ''researchers reported that they may well have Underestimated 
the nunfoer of families who had had contacts with psychologists sirtce the 
parents are not always sure of the profession^ of all the people they had seen 
in connection with their child or because the parents may npt have alvtey^been 
informed that their child had been seen. This point is recognised as a possible 
source of distortion in the data in the present study - not only with respect 
„to psychologists. 0 , 

* / U \ 



\ 
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parents in the Hamilton centre of the Education Department's Psychological 
Service (Hills and Turner , 1981). In this study , 71 per cent of the parents 
expressed themselves as satisfied with their contacts - although it (must be 
noted that the sample was restricted to those^who had had more than one-contact 
assessments. 



TABU: 33 ; EXTKHT TO 


WHICH PARENTS 


KNOW 


OF AND HAVE 


USED 


PSYCHOLOGICAL 




SERVICES 














* • 






Did know 


of 




Did 


not 




Tula J 


^ v.u'inble 


Have used 


llavo not uccd 


know of 


i 






N 


% 


N 


t 

\ 


N 




*N 




All families 


89 


59.3 


19 


12.7 


42 


28.0 


150 


700. 0 


Handxcnp 


















Intellectual 


36 


61.0 


6 


10.2 


17 


28.8 


59 


100.0 


PhyRi<&l 


27 


51.9 


7 


13. S 


18 


'64.6 


52 


100.0 


*ulti- 


9 


60.0 


3 


20.0 


3 


20. V 


15 


100.0 


Other 


: 17 


70.8 


3 - 


12. S 


4 


16.7 


24 


100.0 


X 2 « 4*27, 


6 df, 


NS 














Keridence 


















Haini lton 


21 


( 53.9 


4 


10.3 


14 


35. 9 


39 


100. 0 


Waikato 


33 


I 64.7 


3 


5.9 


15 


29*4 


51 


100.0 


* Auckland 


35 




12 


20.0 


13 


21.7 


60 


100.0 


X 2 » 6.80, 


4 df, 


NS ' 




) 





























Age 

<4B months 
>4C months 
*2 



21 

68 



35.0 
7S.6 



X m 26.01, 2 df, p<.001 



10 

9 



25.7 
10.0- 



29 
13 



48.2 
14.4 



60 
90 



100.0 
100.0 



Socio ocononic 

High 
low 



57 
32 



68.7 
47. B 



0 
11 



9.6 
16.4. 



X « 6.72, 2 df , p<.05 



Family size 
1 or 2 chn. 
3 or more chn. 

X 2 « 5.32, 2 df, 



50 
39 



55. 6 
65.0 

NS 



16 

3 



18 
24' 




21. 7 
35.8 



26.7 
30.0 



03 
67 



90 
GO 



100.0 
100.0 



100.0 
100.0 



.1 



6. '3 Medical Contacts In general 



In the first phase of the study, parents were asked about their general level 
of satisfaction with medical contacts. Of the 67 respondents to thij^ question, 
one-quarter expressed themselves as very satisfied, another^juairtelr as fairly * 
•satisfied, one- third as unsure (on grounds that included variations among 
rofessionals) , and the remaining- one-sixth as not satisfied. Statistically 
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significant differences in 'the distribution in this variable were recorded for 
place of residence, with parents in Hamilton tepding to be more equivocal or 
negative in their evaluations of ipedical services than those in the smaller 
towns and rural ajreas of Waikato. When the 11 respondents who were unable to 
form an opinion because of variations from professional to professional are 4* 
excluded fr^n the calculations, a total of 58.9 per cent of the parents in this 
phase were very or' fairly satisfied with their medical contacts. 

The level of satisfaction expressed by the parents about their contacts with 
the medical profession was comparable to Pulman's (1979(a),) finding that 64.0 
per cent of the parent^ i^j her sample had found the medical services for their 
child since birth to be either satisfactory or very satisfactory ^(although only 
27 per cent indicated that they were similarly satisfied with doctors 1 advice 
at the time of* the child's birth). The present results are comparable, too, to 
Hewett, Newson anfl Newson's . (1970) finding that 56 per cent of their sample had 
found their family doctors to be helpful and to Fox's (1974) and,. Bayley's 
(1973) finding that around two-thirds of the parents of handicapped^children - 
rated doctors positively or neutrally. These results all fall considerably 
short of Walker, Thomas and Russell's (1971) finding that of a sample of 
'patents of spina bifida children, 78.7 ppr cent rated<?the assessments of their 
general practitioners as very or fairly helpful. 

If this latter finding is excluded, it would seem that the medical profession 
has a 'satisfaction rating' of between half and two-thirds among parents of 
handicapped children, albeit a rating which extends from considerable to * 
rather modest levels of satisfaction. « 
I 

6. ^. Visiting Therapists * 

From Table 34, it can be seen, that Visiting Therapists (see Bamett (1980) for 
a description of their roles) had been used by 55.3 per cent of the families, 
with another 8,7 per pent knowing of the service but not using it and 36.0 per 
cent who did not know of it. This pattern differed significantly according to 
the child's handicap, families with physically or multi-handicapped children 
making greater use of the service than those with th§ other two categories of 
handicap. Although^there was a tendency for^Auckland parents to have used the 
service more than parents in the/ other two locations and for families with 
children over the age of four years to have used it more than those with 
children under four, these differences were statistically not significant. 
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Thuu: 34 : rxri-w to much i arlnt? know of r.nt) have usnn visiting 

THtKAl'Y SKRVICK.*. 



Xl»doi« liticnt 



!>ul know of * Did not 

Have u'.crt Have not w od know- of 





N 


I 


N 


t f 


N 


t « 


f m 

n 


% 

c 




All families 


03 


55.5 

y» 


13 


8.7 


54 


36.0 


150 


1OO.0 
















* 








Handicap 
Intel loctual 
Physic al 

OUier 


20 
41' 
11 
11 


33.9 
78.8 
73.3 
45.8 


7 
3 
1 
2 


11.9 
5.8 
6.7 
8.3 


*32 
8 

* 3 
11 


54 A 
Jo. 4 
20.0 
45.8 


59 
52 
15 
24 


100. 0 
100.0 
100. 0 

wo. 0 




X ? « 25.94, 


6 df 


, p<.001 






i 






> ft 




Ketjdcnce 
Hamilton 
V.'axkato 
Auck) and 


16 
27 
40 


5O' 
66.7 


4 

3 
6 


10.3 " 

5.9 
10.0 


19 
21 
14 


4b. 7 
41.2 
?3.3 


39' 
51 
60 


100.0 

100:0 

100.0 




X^*= 8.39, 


4 df, 


' HS 














» ' 


r 

Ago 

<40 months 
>4Q months 

X ? « 5.51, 


40 
43 

2 df , 


J7.8 ' 
NS 


3 

10 * 


v5.0 


17 

37 


28.3 
41.1 


60 


\ 

100.0 
100.0 

* 





Socioo canonic 

slatMs 

High 

low 



44 s53.0 
39 55.2 



9.<? 
7.5 



31 

23 



37. 3 
34.3 




S3 

67 100.0 



0.00, 2 df, NS 



Family < is.c« t 
1 or ? chn. 
3 or more chn. 




31 

23 



34.4 
38.3 



,90 10$. 0 
60 100.0 



As noted in Table 32 , Visiting Therapists were rated very highly by those r parents 
who' had used their services, with 67.9 per cent finding them -very helpful and* 
21,4, per cent of. some help. • %^ 



"6.5 Phys lotherapy 'Services 



Physiotherapy services had been used by 42.0 per cent of the total sample, while 

■ / 
another 16,7 per cent know of. the existence of such services but had not availed 

themselves of them (Tabl6 35}*. This pattern differed significantly according tS 

handicap, with families of physically han^ic^ped and multi-handicapped children 

availing themselves of physiotherapy services more than the other two categories. 

£RJQkland families and families with children under the age of 48 mohthle had used 



- \ 
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the services' more than those from other' entres or those" with ulder handicapped 
children, respectively. , , * 

* - - i »• 

tabu: 35 



K XT Li If TO WHJCH PAyiLUTS KNOW CP J^ND HAVE USED 



A 



All families 



Did know of 
Harve- yi»9 



63 ' 42.0 



25 



?1.81, 6 df, p<.01 



Did not 
Jmow o£ 



bed* Have not ucod know o 



62 4JL3 



Tola] 



150 200.0 



Intellectual 4 


14 


23.7 


11 


18.6 


• 34 


' 5?.€ 


59 


Physical ( 


34 


65.4 


7 


13. 5 % 


11 


n.2 


52 


Kulti- 


7 


46.7 


2 


13.3 


6 


40,0 


V*> 


Other ■ 


8 


33.3 


5 


20.8 


11 


45,8 


24 



100.0 



iioruiton 

Waikato 
Auckland 
..2 



12 3/7.5 8 20.5 

& 15 7 13.7 

S 36 10 1C.7 
> 

16.53, 4 df, 



1$ 

29 ftf.S 
14 23. a 



39 100.0 
5 J 100.0 

60 



A£C 

<43 months 
>40 nonths 



35 58.3 



X « 11.31, 2 df, pc.Ol 



8 13.3 
17 



, 17 2$. 3 
45" 64,0 



6o ices* 

90 J<?2. 0 



High 
low 



38 
25 



1.0^\2 df, 



45.8 
37.3 



13 
12 



15.7 
17.9 



jTa mi 3 y oizc 
1 or ? elm. 
3 or norc elm. 
7 

X 0( U.2 k 3 r 2 df, lis 




14 
11 



15.6 
18.3 



32 
30 



33. e 
44s 8 



83 
67 



100,0 
100.0 



30 
24 



"40.0 



00 Jflf>. P 
60 1C0.C 



o.o Hearing Assessment Services ; * 

a ' * 

Just over half of the families knew of the^ existence of bearing assessment 
services with four out of five of those who know of them having used thenyt 
some stage (Table 36). There was no significant difference- within the sample 
according to any of the independent variables. 
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tm»u: 36- 



EX'iTNT TO WHIClh PAW.NTS KImLM OF AND HAVE Uf>KD lihrtRIHG 
ASSiE6f>MENT TLUVfCES 



Soc* o o conp'* ^ c 
t> tatu g 
High 

LOW 



36 
32 



43. 

45h 



9 



P. 5 
J3.4 



1.20, 2 df, N£ 



39 
26 



30. P 



Independent 








know pf 




Did 


jiofc 


Total 


variable 




Have 


used 


Have not uacd 


know 


of 
* 










N 




N 


l % 


N 




N 




- : 


















Ml families 




68 




46.2 


17 




€5 


43.3 


150 


* 

1 00. 0 


1 1 Ci 1 1 VI i 1 * ♦ 1 W 










• 










Zntcilcutual 




25 


42.4 


6 




20 


47.5 


59 


100.0 


Physical 




20 


38. 5 


7 


J3.5 




TO. J 


52 


100. 0 


Kulti- 




8 


53.3 


1 


£.7 


6 


40.0 


IS 


100.0 


Other «■ 




?5 


62.5 


3 


J^. 5 


0 


25.0 


24 


100.0 


X 2 o 5.42, 


6 


df , 


NS 1 














• 

Pc«.)^cnco 




















Hamilton 




]C 


41.0 


4 


10.3 


39 


48.'? 


39 


' 100.0 


ttaikato 




20 


39.2 


3 


5.9 


28 


54.9 


51 


100. 0 


Auckland , 




32 


53.3 


10 


1C.7 


10 


3C.0* 


60 


100.0 






















X 2 « 8.61, 


4 


df. 


IIS 














' * bsis. m 

<48 month!, 




25 


fl.7 


5 


8.Z 


* 30 


50.0 


60 


100.0 


>4C months 




.13 


47. 8 


12 


13.3 


35 


38.9 


90 


100.0 


X 2 « 2.12, 


2 


df, 


US 















83 
67 



100.0 
100. 0 



Tamil y__"K:e 
1 or 2 ciui. 
3 or mote chn. 
2 

X « 2.12, 



4b 
23 



50.0 
38. 3 



2 df, NS 



6» 7 Speech Therapy Services 



10 
7 



JJ.7 



55 
30 



38.9 
bO.O 



90 
60 



J 00.0 
700.0 \ 



From Table 37, it\:an be seen that speech therapy services had been used by 

Just under half of the families (4<T.O per cent) with nearly one in' ten (8.7 per 

cent) knowing of their existence' but not using tfieitu This pattern of use (or 

access) is similar to Kirkland's finding that 52 per cen^ of her sample of 

deaf children were receiving speech therapy. The pattern of use was broadly 

true with respect to each of the independent variables, except- for age when 

there was a significant tendency for older* children to have had assistance 
2 * * \ 

* (X » 9*04, 2 d£* p<„02) . Speech therapists received positive ratings from the 

^P^^arents, with 77.2 per cent df them finding them very helpful or of-^ome help 

Stable 32). ' ' ' ' ' . . 



49. 



TABIC 37 : EXTENT 'JO frIIXCH PAKENTS KNOW OK AND HAVK UfJKD SPEECH % T»E!'A1>Y 
SEkVICKS 



\ • 

va liable 


Have 


tfid know 
ut,cd 


of 

Have not used 


Did 
know 


not 
of 


Total 




N 


% 

V 

,_ ... % 


N 


% 


N 




N % * 


r 

Ml families 


69 


'4C.0 fc 


13 


' 9 

8.7 


68 


45.3 


* 150 }00.0 ( 



Hand i rap 
Intellectual 
•physical 
Multi- 
Other 



21 
24 
9 
15 



. 36.6 
4C-2 
60.0 
62.5 



11.9 
5.8 
6.7 

, S.J 



3a 
25 
5 
" 7 



52.5 
48.1 
33.3 
29.1 



59 
S2' 
15 
24 



10C.0 
100.0 
100. 0 
100.0 



X 2 is 7.34, 


6 df,* 


NS 


i ' 


• 











.Re si donee 
Hani 1 ton * 
Vtaikat o 
Auckland' 


16 
19 
-\4 


,41.0 
37.3'* 
56.7 


4 

5 
4 


in 7 
9.8 
. 6.7 


27 
22 


48. 7 
r l2.9 
36.7 


*f 

39 
51 
00 


J l/l/. V 

300.0 


X 2 c 4.75, 


4 df, 


NS * . 














Ajje 

■*<40 months^ 
>40 loonths 


19* 

50 


31.7 
55.6 


8 

5* 


13.3 
6.6 


33 
35 


55.0 
38.9 


60 
90 


30'0.0 
100.0 ' 


X 2 « 9.04, 

a j 


i df , 


p<»02 


I 




« 








<■ a % 
Socioeconomic • 














», 




8t£U»5 4 . 

High* ' •„ 

low. •' 


40 

29 


48.2 
43. 3 


6 

s 7 


t 

7-2 „ 
10.4 


37 


44.6 
46.3 


' 83 
* 67 


100.0 % *~ 
100.0 


X 2 « 0.66, 


2 df, 

r 


NS 














» % 
* ^ami ly ' ~» zc 

1 or 2 cJin. * 
. 3 or more chn . ^ 


* 43 
26 


43.3 


8 
5 


-8.9 

8.3 : 


1 39 
29 


43.3 
48.3 


90 


loofb 

100.0 


X 2 „ 0.37, 


\2 df, 


NS 
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6.8 Hospital Sacfal Worker Services 
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Oniy a very Small proportion of the parentshad used hospital social workers 
* { and, o£ v those *4|0 did r less than half rated them as being very helpful or of 

some help (see Table 32). These J.ow ratings are consistept -with those reported^ 
in .other studies (Bayley, 1973; Fox, 1974; Ttewett, Newson and Newson, 1970; - 
Wilkin, 1979). Fox (1974), for' example , described social workers as "the 
profession nohody understands", pointing but that even among parents who toer£ in 
client relationships, *thfere was a strong sensfe of uncertainty about the aims 
and motives of the professional social wdtfker. Bayley (1973)^ thought that 
social workers wete often # put into impossible situations of not^eing in a 
position to offer families the help they needed in the day-tc$-'day care of the 

£7 



disabled child. In their commsnts on* services for'the intellectually handicapped 

t > 

in the North Canterbury Hospital region, Somerville, Barnett and Malcolm (1976) 

• • * * .% 
have pointed out that social workers have varying amounts of training and hence 

offer services with varying amounts of expertise. They suggest, too, that # 
^ocial workers are often invo.lved too late : "On many occasions when social 
work intervention finally occurs, the feelings of rejection towards the intel- 
lectually handicapped meitjber hnS ma 1 adaptation to the situation is firmly 
established." (p. 72). f ' , ' 



\ 

\ 



While the proportion of the total sample in the present study who had had 
contact with social workers was very small (in itself,* a possible cause for y 
CQncern) , and they were not' closely questioned qn the reasons for their evalua- 
tion , the above comments may help put the findings in context. Further re^e&rch 
is clearly required in this area.,, *■ » h 



t # KXTEtIT 10 WHICH WUOOTS KNOW OF AND HAVE. USED DISTIUCT 
>' Nl'KSING SCHEME 

£ 



3ndO}>oiu3unt 
variable 



Did know of 
Have Used Have not used 



Did not 
know ol 



Total 



All ftiwilies 


23 


15. 3 


29 


i 

Hcindic in 








IntcFlr ctual 


8 


13.6 


13 


Vbysical 


9 


17.3 


9 


r.ulti^ 


2 


13.3 


4 


Other ' 


4 


16. 7 


3 


X 2 « 1.83, 


6 df, 


NS 

< 





19.3 



22.0 
17.3 
20.7 
12. S 



,98 * 65. 3 



38 64.4 

34 ' 65.4 

9 60.0 

17 70.8 



lbO 100.0 



59 100.0 

*52 JOO. 0 

15 JOO.O 

24 JOO.O 



Kor> Sconce 
iUimlton* 
Y.'uikato 
A'ocklanJ 
..2 



18.0 
47. 7 
11JL 



1.44, 4 df, NS 



1 6 
10 
13 



15.4 
19.6 
21.7 



40 



66.? 
,62.8- 
66.7 



39 \ 100. 0 
51 "100.0 
60 100.0 



A<JC 

<4D months 
>40 iionths 
..2 



11 

12 



18.3 
13.3 



0.82, 2 df, NS 



12 
17 



20.0 
18.9 



37 
61 



€1.1 
67.Q 



60 
90 



100.0 
100.0 



> / 



Soc loe conomic 

..2 



12 
31 



14. 5 



0.69, 2 df, NS 



i4 

li 



21.? 
16*4 



53 
45 



$7.2 



03 
67 



300.0 
100.0 
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Ta.rtnv_j i/e_ * 
♦1 or 'J cli:i. 
3 or note cV.u. 



v 2 



11 
12 



12.2 
20.0 



1.80, 3 df, NS 



17 
12 



1C.9 
20.0 



62 
36 



r 68. 0 
60.0 



90 
60 



100.0 
1 00. 0 



•51. 

*» / 

6.9 District Nursing Scheme 
■ ■ i ■ i i i ■ ■•' ' 

* 

Table 38 shows the pattern of use* of the District Nursing Scheme. The overall 
, pattern of 15/3 per cent, of .the families having used the service, 19.3 per cent 
g of its existence but not having used it and §5.3 per cent not knowing^ 
it did not vary significantly across the various independent variables. 

*T \ * / - / 

6.1Q Orthotic Services - ♦ < x 

«. • # 

From Table 39, it can be seen that orthotic services had been used by approxi- 

mately one-quarter of the families, while another one-quarter knew about. them 

but had not'used them. Half of the sample did not know. of them. As might be 

expected, this pattern varied significantly according to the child's handicap, 



TAULtt 39 KXTbNT TO WHICH PARENTS KNOW OF AND HhVK USED 

OlTllOTIC SfiiiVICES 











InrV'pc nic nt 


Did know of ' 


Did nol\ 




v«u iablo 


Have used H«v6 not uccd 


know of ^ 


■ ( 


N % N % 




N % 












All families r 40 

* 

Y 

✓ 

Han dicap 

intellectual _ 5 
, Physical / 25 
Multi-. * 7 

2 

f X « 31.00., 6 plf, ex.001 



26.7 



36 



24.0 



74 



150 



700.0 



8.S 
48.1 
46.? 
12. S 



17 

9 
5 
5 



28.8 
% 17.3 
33.3 
'20.8 



37 G2. 7 

18, 34.0 

3 20.0 

16 £0.7 



59 T700.0 

15 700.0 
24 100.0 



Ko<:idonce 

Hani 1 ton 13* 33. 3 v 4 

Waikato 12 23.5 7 

Auckland • ' 15 2S.0 25 
2 

X it 19.39, 4 df, 4 p<.001 



10.3 J 22 , SC. 4 39 - 700. 0 

13*7 32 52.5 53 100. 0 

41.7 20 33.3 60 100.0 



Age 

<40 months 15 25.0 . 16 55.7 29 • 48.3 60 J 00. 0 

>48 months 25 27.8 20 22.2 45 % SO.O 90 700.0 

2 

X = -0.42, 2 df, NS 



Socioeconomic 

platus 

High 

J/>w 



28 
12 



33.7 
77. P 




X ' n 8.9?, 2 df , p<.02 



32 
42 



38. C 
62.7 



67 



100. 0 
100. o J 



Fam ily 

XoiTVchnT' 25 27.8 21 23.3 44 90 100.0 

3 or nore chn. l r > 25.0 15 25.0 30 60.0 60 100.0 

2 A 

X r> 0.15, 2 df, NS 
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with pearly half of the parents of physically and multiply handicapped children 
reporting they had used orthotic services. Significant variations occurred for 
place of residence, yith families in Auckland tending to be more aware of the 
availability r of orthotic services - even if they had not used them - than those 
living* in the other two locations. Families of high socioeconomic status were 
both more familiar with and more likely to hav£ used the services than those 
of low socioeconomic ^Tatus. 

6.11 Other Services 

Data on the parents' knowledge and use of arrange of services to which they 
Might normally expect to have access are summarised in Table 40. Separate 
analyses were carried out according to the independent variables referred to in 
oth..r sections of this report anc* these' will be described where appropriate. 



' TABLE 40 



EXTIllT TO WHICH TWVFENTS KNO^ OF AND HAVE U£XD VARIOUS SERVICES 



- t 




Did know of 




Did 


not 


Total. 




Have 


used 


Have 

t 


not used 


know of 






Service £ 


, N 


% 


N 


% 


N 


% 


N 




Homo relief scheme 


45 


30.0 




36.3 


52 


34. 7 


150 


100.0 


Hoir«e aid qervices/housework; 


14 


9.3 


36 


24. £ . 


100 


66. 7 


150 


100.0 


• " babysitting 1 


4 


4. 4 


* . 14 


IS. 6 


72 


80.0 


90 


100.0 


Napkin services 


'~16 * 


10. 7 


34 


22. 7 


100 


66. 7 


' 150 


,100.0 


Social welfare benefits * 


* 87 


58.0 


* 22 


14. 7 


.41 


27.3 


150 


'100.0 


Toy Libraries * 


6% 


44. f 


47 


3*P.3 


36 


24.0 


150 


100.0 


/Extramural Hospital wheelchairs 


34 


22. 


• * 


20.0 


86 


57.3 


150 


100.0 


Hamilton and Waikato parents only 


i 

































A home relief scheme, in whic^jparents can be relieved of the, responsibility 
for caring for their severely disabled child for up to four weeks each year, had 
been used by around one-third of the^ respondents? another one-third knew of 
their entitlements but had not taken advantage of them, while the remaining one- 
third did not know of the scheme. A significantly different pattern was 



Otherwise known as Aid to 'Families Caring for a Disabled Child, a pro'vision of" 
the Disabled Persons Community Welfare Act (1975) , administered by the 
Department of Social Welfare. ~ 



■GO 
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recorded across handicaps, with parents of intellectually and multi-handicapped " 
children being more aware of ancf having used the scheme more than parents of ' ^ 
the children in the other two categories/ Age of child also made a difference/ - 
parents of older children being more likely to have availed themselves of the' ' ' 
scheme than had parents of- the younger children (37.8 per cent vs 18.3 per cent) \ 

* » * "( 

Home aid with housework o/ babysitting had been used by only a small proportion • 
of the parents (9.3 per cent, and 4.4 per cent, respectively, when asked about 
what services they felt should be provided, many parents focussed on their, y/ish 
for ready access to practical relief in areas such as babysitting, some clearly ^ 
. being unaware of what access they had. to such assistance;/ , % ^ \ 

, ^n, 

There should be a hostel during the Chrietmae period available- for short J 
stages, especially for a vouple of hours. (083?. >^ 

There should be a local baby sitting* service - small short breaks^ (099). 

Ve need babysitters for normal children when the handicapped child has to ' 
visit hospital. (105). . v 

An occasional ^person to mind them onb day a week. (131).' * i 

1 / 
Napkin services in which parents can arrange fdr napkins to be laundered were 

'known to one-third of the parents, but had been use£ by only one-^hird of that 

s groi£>. This pattern showed a geographic difference^ with parents in Hamilton. t 

and Waikato being generally more familiar with the service.' 0 

Benefits such as tlie Handicapped Childs 1 Allowance (instituted October 1978) 
the Disability Allowance (instituted October 1975) and loans for alterations • - 
to homes were known to nearly three-quart^^o^Tt^e sample {72.7 per cent). * 
Parents" of intellectually and. multi-handicapped children we r£ more familiar 
with and had taken^more advantage of such benefits than parents of the other 
^ two categories of handicap. Families in Auckland Were much more aware of 
their entitlements than those in Hamilton and Waikato, with 81.7 per cent, 
43.6 per cent and 41.6 per cent, respectively, having availed themselves of a 
benefit of one kind or another. This latter finding, \however , may have been 
distorted by the fact that most of the Hamilton and wiikato families were 
surveyed in 1978, prior to the implementation of the Handicapped Child's 
Allowance. Tor a survey of the historical developmentVand current use of such 
benefits, see a paper by fcaird, (1981). Notwithstandin^h^^ert€T^ 
several parents commented that they were unaware of or unable to obtain reacTy 
•access to information regarding their entitlements to benefits: 



ERLC 



We nied some anenue to present to parent's, as of right, \ll services, 
benefits, etc. that are available aaU'd 6ho to contact. (978). 



✓ I dortft know enough about wiifrt I can get. f (111). 

We need a socied welfare booklet on what benefits are available. (117). 

Everything is there! The biggest problem is being put in touch with it • 
and being caoare that it is there. (129). * - 

fOnee we found out what w$s available we % were staggered. We got so much 
help j but could have had some from the start. (137). 

.Toy libraries had been used by 44.7 per cent of the families, while another 
31.3 per cent knew <3f them but had not used them. This pattern varied according 
to the child's handicap, with families of physically and multi-handicapped 
children having used them more than the. families of the. otfier two categories. 
.Place of residence/ too, influenced the pattern of use of toy libraries. 

though a higher proportion bf the Auckland- families kr\<ew of the existence of 
such libraries ,(88.3 per cdn't) than, those in Hamilton and Waikato (66.7 and 
63, per cent , respectively) , comparatively few of the Auckland families 
actually used th^m (35.0 per cent). 

V 

intramural hospital*wheelchair services had been used by 22.7 per cent of the 
fairies, while another 20.0 per "cent knew of theia^ existence,. Not surprisin-gly, 
this pattern differed according to category of handicap, with physically 
handicapped^artd multi-handicapped (30.8 per cent and 46.7 per cent, respectively) 
having th£ highest level of use. Place of residence also had an Affect, Auckland 
families (36.7 per cent) having used the services ^more • frequen/ly than those 
in Hamilton (10.3 per cent) % and Waikato (13.7 per Cent). 




^ * Recomroendat tons , # 

On the basis of the data outlined in this chapter, the following 
recommendations are put forward:. 

* a " 8 

1. That psychologists should increase the level of their "involvement with 

♦ 

the families of young children with special needs, especially in the 
light of the emerging thrust towards early intervention programmes for 
such children (Chazan, ' 1979; Mitchell, Parker and Ward, 1981; Wamock, 
19 78). 

* 

2. , 'That hospital social workers and psychologists should closely examine 

tixe quality of their services to families of children with special needs 
4 * .in order to ascertain reasons fo* the relatively lpw levels of satis- 
faction with these professions expressed by parents. 
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That various professional groups working with families of young children 

with special- needs should closely examine the model of service delivery 

provided by visiting therapists and speech therapists, ip the light of 

the high levels of satisfaction with these services expressed by parents. 

• 

That local communities should develop ways of providing parents of young 
children with special needs witK short-tertn relief in such areas as 
babysitting* or in such practical tasks as housekeeping, where this 
assistan'ce is not already readily available 

That the, Social Welfare Department, in association with' dther statutory 
and voluntary agencies, provide parents and relevant professionals witti 
regularly ' up-dated lists of the mandatory and discretionary benefits 
available to families t>f disabled children (Grant, 198i; Hallinan, 1978) 



J , 
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^4 ,• • . , CHAPTER SEVEN 



i PARENTS 1 PREFERENCES F0§ SCHOOL* SETTINGS . , 

ife wco\thim to imitate children better than himself, but we don't ioant 
him ill-treated by normal kids. ' (111) 

The justification for and' the effects of 'integrating, or 'mainstreaming' dis- 
abled children into 1 regular school environments has emerged as one of the 
dominant issues in special. edudation during the past decade C&tchell, 1981(a), 

i98Kb)). ; . ■ 

In the course ,df the present survey, the parents wer£ asked what preferences 
*hey had for their child's ' educatiorfel setting. v From T^ble 41, it can be seen 
that the majority of ^parents fav6ur*e& 5££tings ih which there were maximum 
opportunities *fo£ their children to mix <v^th nife+Handi capped children, ' either 
in a special class or in a un^t attachfcdyto a regular school (61.3 per cent) or 
in a regular class^within a regular school with access to some specialist help 

(14.0 jper cent). Only f one in six «©¥ €h£ parents (14/7 per cent) favoured a 

• . • *l . & 

segregated special school placement, while one in ten were uncertain^. . 

This general pattern varied jaccording td the type of handicap, with parents of 
intellectually* and multi-handicapped children favouring special school placement 
(20.3 per cent at 33.3 per cent, respectively) , compared j/ith only 5.9 per cent 
and 8.0 per cent ,6f*the parents of physically and 'other' handicapped children. 

• * < 

Place of residence also made a difference to, the pattern of choices, Auckland 

» „ 2 v 

parents being more emphatic in their wish to have their 'child placed in some 
form of integrated school setting (83.0 per cent) compared with the Hamilton 
parents (74,. 4 per cent) and the .Waikato parents (67.3 per cent). 

Age o'f child revealed differences J.n the parents' choice of school setting, 

* • *' , - 

with 87.9 per cent of the parents of thg under-four group waiting their children 

to be placed in integrated settings when they reached school age, compared with 

6,7.4 per cent of the. parents of the over-four group. Whether these results 

reflect the two groups* differential experience of school settings or a real 

\ 

shift in the attitudes Qf parents of disabled children towards the issue of 
integration is a question that is beyond the scope of the present study. 

4. 

• * 

Overall, these results provide some empirical supptort for the policy of the 
New Zealand Society . for the Intellectually Handicapped (1979) to the effect 



that: 



6 
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As -far as possible, the intellectually handicapped child fehould be 
included in Jiormal school provisions, so that each child can attend the 
local school along with theix non-handi capped peers., (p. 19). > % 



TAIU.F. 41 



l'AKEin.S' ITJSH.KKNCES FOR SCHOOL SETTINGS FOR THEIR CHJLPmi 



T r\ M O YM* Mrl f* * % ^ 
XllUv. £ / v.ilUl lit 


Special 


Integra tod- 


K normal 


Uncertain 


Total 


variable 


school 


school 


School/other 












N 


% 


N 


% 


N 


% 


N 


% 


H 




All f ami lief 


22 


14.7 


92 


61.3 


21 ■ 


14.0 


15 


10.0 


150 


100. 0 


HnncUcop 






















Intellectual 


]2 


20.3 


36 


61.0 


4 <, 


6.8 


7 


11.9 


59 


100.0 


r Physical > ^ 


3 


S.9 


35 


60.6 


11 


21.6 


2 


3.9 


51 


100.0 


Fulti- 


5 


33.3 


e 


S3. 3 


1 


6.7 


1 


6.7 


15 


100.0 


0\her ' 


2 


'8.0 


13 


S2.0 


5 


20.0 


5 


20.0 


75 


100.0 


X 2 « 10,51, 


9 


df, p<.05 




























t* - c 
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Residence 










< 












Hamilton 


5 


12.8 


26 


66.7 


3 


7.7 


5 


12.8 


39 


200.0 


KaJkato 


10 


19.2 


32 


61. 5 


3 


S.8 


7 


13. S 


52 


100.0 


Auckland 


7 


17.9 


34 


S7:$ 


15 


2S.'4 


3 


, $.1 


59 


100.0 


X 2 « 12.94, 


6 


dC, p<.05 
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Age 

<4C months 4 1 €.9 

>48 lTvonths 13 19.6 

X 2 » 8.16, 3 df , p<.05 



41 70.7 
51 55.4 



10 17.2 

11 12.0 



3 5.2 
12 23.0 



5C TOO 0 
'►2 100.0 



Socioeconomic 
status * 
High 
Low 

2 



13 25.0 51 62.2 
9 T3.2 41 00. 3 



9 11.0 
12 27.5 



9 22.0 
6 8.8* 



).55, 3 df, NS 



82. JOJ). 0 
CO 200.0 



Pair 13 y nir.e ■ 

1 or jfrha. 12 22.5 

3 or noro cl.n. 10 26. £ 

X 2 „ 1.76, 3 df> NS 



56 
36 



62.9 
S9.0 



14 
*7 



25.7 
22.5 



7 7.0 

8 ^3, J 



89 200.0 
6f 200.01 



-^Recommendation' 4 • 

On the basis of the present study and on one reporteds elsewhere (Mitchell, 
1981(b)) it 'is recommended: . 



, That educational policy-makers take due account of the high degree of 
support that parents of young children with special needs have for the 
ERJC notion* of their children being educated in regular school settings* 



/ 



CHAPTER- EIGHT . ) 

*» 

0 

SUMMARY AND CONCLUSIONS . 

This chapter provides a brief summary of the principal results of the survey , as 
well as outlining the ^imitations of the study and bringing together some of the^ 
common threads that appear in the findings. Th^ recfcmmendations based upon the 
quantitative and qualitative data of this and other relevant studies are 
sumraariae&. * n i - 

8. 1 Summary of Major Findings 

The principal findings of the study are arranged under the^&hapt^ji: headings 
. used.An the report and are presented without comment. 



Telling parents they have a handicapped child * Just over half of the, sample 
had been told within the first week -and 85 per cent had been informed b# the 
time the child was two years of age ^(Table 9). Parents of I.H. children were 
"more likely to have been told earlier than parents of o^her categories of 
handicap (Table 10). 

Medical specialists such as obstetricians and paediatricians are the princip^ai 
professions involved in informing parents^ with 69 per cen^ of the sample 
reporting "they had been^irst told by such professionals (1\able 11). 

Both parents had been told together in just under half of tAe cases <Table 12) , 
but of the parents who had been told alone, the bylk (62.9 per cent) would have 
preferred beirfg told together (Table 13) . 

Parents' needs for Support . The major unnfet need experienced by the" parents 
was for information^ nearly three in five indicating this (Table 14) . Over two- 
thirds of the families felt no need for counselling for reactions and feelings 
and, correspondingly, only one in five felt they had insufficient support 
(Table 16) # . Nearly two-thirds of the parents had met other parents o£ children 
Vith special needs arid,^of the remainder, most would like to CTable 17). 

Parents 1 views on their guidance needs * One in four ofTthe parents wished* to 
know more about helping their children learn self care skills in two or more of 
the areas of toileting, feeding, dressing and washing (Table 18) . Of the parents 
who had been given guidance in these areas, three in four had found it helpful 
(Table 19). Help with finding and toileting was wanted by four in ten families 
(Tables 20 and 21), while just over one in three wanted assistance in helping 

■ 1 
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their children learn dressing skills (Table 22) , particularly tltose in the 
higher socioeconomic status group. Nearly two-thirds of the parelfts wanted to 
know more about^ helping their children's language development 9 this proportion 
being significantly lower in tJle Auckland, area (Table 20). Parents' Knowledge 
oFways of helping their children's language development was not significantly 
related to the^r children's stage of language development. x • 4 

While just over half of , the parent* wanted mor.e guidance in managing their 

children's behaviour (Table 21) , only one-fifth thought that their children' s f 

behaviour was 'not easy' or was 'difficult' to m^age (Table 22). Of tijfase 

who had received help in this area, two-thirds felt that there were positive 

outcomes to the guidance (Table 23) . . ^ 

,* ' * V ♦ 

One-third of the parents expressed a, definite interest in knowing more about 

play activities for their children^ Significant differences on N this variable 

were recorded on the basis of residency with Auckland parents being jiotably. 

uninterested (Table 26) . ^ 

N 

Very positive attitudes towards parent training courses were recorded, with 
4 only one in ten of the mothers and one in six of the fathers surveyed being 
unsure or negative towards the idea of attending such courses (Tables 27 and 
* £&) . Half of the sample surveyed in 1979-80 had read the booklet, Your Child 
*is fyifferent and just over one-third had listened to the companion radio 
programme. (Tables *29 and 30) • f 

Parents' familiarity and satisfaction with services . Ratings of the various 
professional groups in terras q£ the proportion of parents who, found their 
services 'very helpful'* ranged from 67.9 per cen£ *fdr visiting therapists to- 
around 25 per cent for psychologists and social workers (Table 32) . 

Psychological services had been used by around 60 per cent of the families, with 
- a significant tendency for children over the age of ^puir and for high socio- 
-economic families to have be k en seen by psychologists (Table 33). 

Vieiting 'therapy services had been used by just over half of the families, with 
significantly higher proportions oF* those with physically or multiply handi- 
capped children receiving -such services than in the other categories (Table 34) . 

Physiotherapy services had been used by four in ten of the families, with 
variations in usage according to handicap similar to those reported for visiting 
O therapists. There was a significant tendency for parents of younger children 
§jyj^ to have used physiotherapy services more than parents of older children (Table 35) 
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Just under half of the sample had used hearing assessment and speech therapy 
services (Tables 36 and 37). -.In the latter case, there was a statistically 
significant difference between younger 
t>f the latter receiving such services. 



significant difference between younger and older children, a higher proportion 



The district nursing scheme had been used by around 15 pfer cent of tfye families, 
wlttle abound 65 per cent did not know about such services (Table 38V. 

Orthotic services had been used by approximately one-quarter of the families, 
but there were significant variations according to handicap (more us^Tby 
families of physically and multiply handicapped children) , residence (Hamilton 
and Waikato parents were less aware of such services ^than those in Auckland) % 
and socioeconomic status (loweiy status families were less aware pf the services 
than higher status families) /(Table 39) v 

The home relief scheme had been used by three in ten of the families (Tattle 40) , 
• with a tendency for parents of intellectually handicapped and multiply handi- 
capped to avail themselves of the scheme more than the parents of the other 
categories of handicap. Parents of older children had used the scheme more 
than parents of younger children. " (^~^ 

Ten per cent or fewer of the families had used napkin ^services or home aid 
services to help with housework or babysitting (Table 40) . The vast bullj: of 
the families.were unaware of their entitlements in^these areas. 

Social welfare benefits were known and used by six in ten of the families, 
(Table 40) the proportion being higher for par&nts of intellectually and 
multi-handicapped childrefu Significant differences in the use of benefits 
were noted according to^place of residence, with the rate of usage amorftj 
Auckland parents being almost twice as high as in Hamilton and Waikato, 

Toy libraries had been used by 45 per cent of the families (Table 40) , although 
those wijjh intellectually handicapped children and those from Auckland were 

significantly lower. 

r x > 

Extramural hospital wheelchair services had been used by just ove* one 'in five' , 
of the families (Table 40), with Auckland families availing themselve^of this 
service more than those in the other two areas . Thfc usage r^tes were,sig- . 
'nificantly higher for physically afnd multiply handicapped children. 
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Parents' preferences for school settings . Parents 1 opinicftis, on what school 
settings they wanted for their children showed a clear preference *f&r inte- 
gration, with .three-quarters of the s.ample favouring full integration or place- 
ment in a special unit irttegtfkted into a regular school (Table 41).. This was 
particularly the case among parents' of physically handicapped children, younger 
children and those living in Auckland^ C 

M * 

I , 

% 

8.2 Limitations of the Study * " 

Although the findings of this study are generally in accord with those reported 
in the literature, four factors indicate that a cautious approach should be 
taken in extrapolating them to particular families of handicapped children* 
Firstly, although many of the variables yielded a fair measure of consensus, 
the variations in the pattern of results make it imperative that each family be 

' viewed as a social entity with unique needs and perceptions. Secpndly, it must 
be realised that the sample was skewed towards the higher socioeconomic levels 
and that there was an element of self-selection in obtaining „£he subjects for 
the study* Thirdly, ,althpugh the 152 families surveyed provide p good data , m 
basp for many of the variables, it must be remembered that ip their appraisal 
of professional groups or particular services, the parents were commenting in 
some cases on quite small numbers of professionals or services and that these 
may not be representative of those in other parts of the country. The varia- 
tions recorded on some of the variables according to place of residence 
emphasises the need to consider this point. Finally, the limitations of 
obtaining data from interviews*, in particular the heavy reliance^placed on 
selk reports and qhythe retail of eventa which may span several years, must be 

. recognised as potential sources of distortion. 

7 ■ • - ; . . • v . • ' . • * 

Notwithstanding 'these limitations ,*ib is argued that the study provides an * <• 
/adequate data base on which service delivery decisions could be based with 
^some confidence for the geo'graphic areas surveyed .and is strongly suggestive 

♦ of decisions th^fc could be made elsewhere -in, New Zealand. 

' 8.3 Summary and Recommendations * • • 

The recommendations presented *in' this report are grouped under four main 
headings,. \ - . 



Given the concerns expressed by many parents regarding the way in which 
professionals informed them about their child's handicap, it is 

recommended: 0 * " . 

\ . * 

(a) That the training programmes of the various professions likely to 
•be involved in informing parents of the presence of . handicapping 
conditions in their children include significant components of 
relevance to this aspect of their work. In particular, there 

* should be reference to recent advances in the medical, educational 
and community provisions for handicapped children and .to the need 
for sensitivity in interactions with the parents of handicapped 
children. 

(b) That since the medical profession bears the main responsibility for 
informing parents of thei* child's handicap, the above recommenda- 
tion be accepted as a high priority by thfose responsible for 

. designing medical education courses at both the under- and post- 
graduate levels, and that individual professionals accept their 
- personal responsibility for becoming better informed and more 
skilled in this area (Chapter Three'). * . r * 

\ 

That professionals who are confronted with the Asponsibility of Informing^ 
or confirming to, parents that their child has a handicapping condition T 
recognise that the majority of parents v Would prefer to be told with 'their 
spouse. They sho^id ^recognise, however, that since a significant ' 
minority of parents would' prefer to be told alone, the dynamics of each 
individual family should be considered when deciding how their responsi- 
bility is discharged - if, indeed, it is possible to -exercise any control 
over it (Chapter Three). 

That professionals working with parents of handicapped children 

♦ 

immediately following their being informed of their child's condition 
'should take account of the emotional impact of such information on the 
whole family and 

(a) arrange for parents to return for several interviews, in order, to ^ 
clarify their understanding and to come- to terms with their feelings;* 

(b) help the parents to make contact with parents of children with 

* K < r 

similar handicaps, and 
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(c\ ensure that some single person has responsibility for coordinating 
' . . contacts with professionals and others (Chapter Four) I * 



8*3.2 Pa.rent traff/inc 



1. That parent training programmes should be made readily available to 

parents of handicapped children (Chapter Five) • 
* » * • 

' A. 

2. That such course^ should , 

'(a) be held ir\ locations th&t minimise the amount of travel parents 
have <fco undertake; * f 

(b) be directed at fathers as well as mothers? 

r ' 

(c) ,be concerned with .meeting the needs of individual families, as well 

*\ 

as covering general issues; 

(d} recbgnise parents' rights to refuse to participate; 

(e) be directed by professionals who are skilled at working with 
parents, as well as with handicapped children;' 

, s (f) have a home-based component to ensure adequate transfer of concepts; 



9 * ^ 

(g) *.ihclucte consideration of such areas as language skills, behaviour 

management, fe&ttnq^plletqingv dressings and play, in * approximately 
\ ^ ***** * * 
v * \ > * 

that order (Chaptet Five) . 1 • 



•8.*3.3 Information dissemination 



1.. That all professionals who have contact with -handicapped children be 
£ v provided *ti*^ regular updated reading lists relating to various handicaps 
\ Chapter Four) . 

* ■• • • . ■ 

2, That directories of services relating to the needs .of . families of young 
children with handicaps be compiled for every region within New 26aland 
CChapter-Four) - • * 

N . * 1 " * - \ 

4. That regional resource centres be established to provide an information 
^seryice to professionals" and parents concerned with young handicapped 
children (Chapter Four} , 



ERLC " . • / 
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5. That the Social Welfare Department, in association with pthet statutory 
• and voluntary agencies, provide parents and relevant professionals with 
regularly up-dated lists of the mandatory and discretionary benefits 
available to - families of disabled children (Chapter Six) . 

8.3.4 Quality of servfces 

1. That psychologists should increase, the level of their involvement with 
the families of young children .with special needs, especially in the 
light of the emerging thrust towards early intervention programmes for 
such children (Chapter Six) . • * - 

2. That hospital social workers and psychologists should plosely examine 
the quality of their services to families of children "with special needs 

x in order to ascertain reasons for the relatively low levels of satis- 
faction with these professions expressed by parents (Chapter Six). 

That various professional groups working with families of young children 
with special needs should" closely examine the model of service delivery 
^ provided by visiting therapists and speech therapists, in the light of 
the higji levels of ^satisfaction with these services expressed by ^parents 
(Chapter Six) . 

l ■ ■ • ; 

8.3.5 School settings . * 

: v 

j m 

1. That educational policy-makers take due account of the high degree of 
support that parents of yoijpg children with special needs have for the 
notion of their children being educated in regular school settings 
(Chapter Seven) , 

8.4 Coriclus Ions \ 

• : I \ 

If we were t© draw up a composite statement from the 150 parents in this study, *t 

V » * 

it might read something like*this: 

t t , 

j "As- the parents of a handicapped child we want all those various pro- • 

fessionals who deal with us to treat us with openness, honesty and 
% c ' ' . sensitivity. .While the -presence of a handicapped chjLld in our .family 

\ is nevsr e^sy to come to terras with, please recognise, that we have good 
suppfcrt from otor family and friends vand that we are not emotionally 
Q incapacitated fay our problems. Some of us, Ifowever, do need counselling, 

Ejyc . . . .\ • • ■ . 
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especially when we first find out about cur child. Meeting other parents 
helps us to adjust, so please put us in touch with each other. 

Above all, perhaps, vhat we want is information - up-to-date information ' 
on how we can help our child, information on the services that are 
available to us, -and information on the benefits to which we are entitled. 

The professionals we.find most helpful are thoge who see us' of ten and offe 
us practical advice. MlT^GUtjKHre may find spme problems in attending 
pVrent training courseW don't underestimate our willingness t to tak** 
part - especially if they are based in our local Community and provide us 
with ideas relevant to our child. 

When it comes to school, please remember that we would like our child to 
attend a regular schopl - provided special help is availal^e. 

Finally, we are the articulate parents. Not all of us are able or 
willing to share our concerns with others.. Some of us feel that we have 
a jLpng-term problem that other people don't really understand." 



\ 
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